R e e
e e e e e
B T
e e e e L i
oo e e e e o
L o e e
e R
o
b e

- B Eu.p...ﬂ_wpl.&ﬁﬂﬁﬁiﬁ%ﬁ?ﬁ:ﬁﬁﬁhﬂ&ﬁvﬁ%ﬂﬁEﬁ_ﬁﬁﬂ_ﬂﬁ.%ﬁ% ﬁaﬁ%&ﬁpﬁﬁ&g#@%ﬂﬁﬁéﬂﬂﬁﬁﬁ?ﬁﬁ
. e, : o %&%&%ﬁﬁ&ﬁﬁ&ﬁﬂ&%%ﬁ&*&ﬁ&m

ﬁ&ﬁﬁﬂﬂﬁ&&ﬁ&ﬁﬁuﬁa%ﬁ.&&ﬁ&ﬁh
e e B et ey
ﬁ P e e R oo e e e
o ﬁﬁ%ﬁ&.&ﬁﬁﬁﬂﬁﬂﬂﬁ@ﬁﬁvﬁ%@ﬂb;
Lot o AR R ; ﬁ .ﬁ.ﬁ&iﬁ.ﬁ&ﬁﬁﬁ?ﬁﬁﬁ.ﬁﬂﬁﬁﬁﬂkxmh
e e e : : e o R
e : o e e : ; : o el eI
e R R T : s .uunwﬂv.u.n.u?u.,ﬁ.ﬁa.&ﬁ&.?ﬁﬁ?ivﬂ.m._ﬁ.uﬂ_i_

e e B AT,
..u.n...u..f...'.u.n.n.nff.rrx..u.n mnt
T s, e e e "t
.u.n.m-wv.u.c....r..n..u.n..u.fq.f.r..
...r..-.u..f....n-..ua.n.u..._........ e

e A L wﬁﬁwﬂunx.x.&&ebﬂﬂthx
o r.,..."N..xIx.?.u.na..f...r..ﬁ..q,....f-u.x..... B S A xsx.i.r...f.r- Y

}v.u‘_.-.?\-u......).rﬁ.?.n-
ol Py BB ..-.....f-:r......t:....rﬂ..u.r......\t.....hf..r..r.? .n.._)......,.}..u..r.vi.?v.v_._...r.
i m e ..,..r.ﬂ'.. SRR B E R L e e

e e e
o e e

S - = T e
”An.d._dh.,uf..“_fc»m.ﬁ@%ﬁ : i T L .“..U”s..”m.n.\.wnwf,“w”..u,u,..u.w;un..h...”ﬂ...“W...m“.”..ww.““p.“nn“f. e S S L
e acim e Qo e e i e Boeee e e R S S e }ﬂﬁu m: o e TR A e Dl S
s L L e T w e
3 . e B e gscack
.......... “.mm : 2- i :
..... : Qe D
4 - B
.Y Qo
gl
25 O
£ m -
it e o
%ﬁﬁﬁﬁ&ﬁ%ﬁ%ﬁﬁﬁ%& uﬁw&ﬁ.ﬁﬁ%gﬁﬁ%ﬁﬁ R
B s%ﬁ&&ﬁ&ﬁﬁﬁﬁﬁﬁ.&ﬁﬂ.ﬁ%uﬁﬁ%ﬁ%ﬁ%&q .
o e %ﬁﬁ.ﬁﬁ&&ﬁ&ﬁﬁﬁ#ﬁ%&ﬁ%&%ﬁ%ﬁﬁﬁ&# :
e B s, . o £
SR &ﬁhﬂ%ﬂ%ﬁﬁ%ﬁ& e e T e
%@%&ﬁﬁwﬁ#ﬁﬁ e .ﬁﬁﬁﬁmﬁ%&%@ S AT
e

. %ﬁ% ...&%%%ﬁﬁ.@ﬂw.ww .w%%wﬂﬁﬁﬁﬁﬁﬁﬁﬁﬁﬂﬂ% . o
ST 38 e «ﬁ%ﬁ%ﬁ%ﬁﬁﬁﬁﬁ%ﬁ%ﬂ%ﬁmﬂmwﬂ%ﬁ%, 54 2 C e
S BRI P sl s SRR
; R e : /_ i —-—
T ¥ S

AR, S S BRI L g



Office of the Assistant Secretary for Planning and Evaluation

The Office of the Assistant Secretary for Planning and Evaluation (ASPE) is the princi-
pal advisor to the Secretary of the Department of Health and Human Services (HHS) on
policy development issues and is responsible for major activities in the areas of legisla-
tive and budget development, strategic planning, policy research and evaluation, and
economic analysis.

The office develops or reviews issues from the viewpoint of the Secretary, providing a
perspective that is broader in scope than the specific focus of the various operating agen-
cies. ASPE also works closely with the HHS operating divisions. It assists these agencies
in developing policies, and planning policy research, evaluation and data collection
within broad HHS and administration initiatives. ASPE often serves a coordinating role
for crosscutting policy and administrative activities.

ASPE plans and conducts evaluations and research—both in-house and through sup-
port of projects by external researchers—of current and proposed programs and topics
of particular interest to the Secretary, the Administration, and the Congress.

Office of Disability, Aging, and Long-Term Care Policy

The Office of Disability, Aging, and Long-Term Care Policy (DALTCP) is responsible for
the development, coordination, analysis, research, and evaluation of HHS policies and
programs which support the independence, health, and long-term care of persons with
disabilities—children, working age adults, and older persons. The office is also respon-
sible for policy coordination and research to promote the economic and social well-being
of the elderly.

In particular, the office addresses policies concerning nursing home and community-
based services, informal caregiving, the integration of acute and long-term care,
Medicare post-acute services and home care, managed care for people with disabilities,
long-term rehabilitation services, children’s disability, and linkages between employ-
ment and health policies. These activities are carried out through policy planning, poli-
cy and program analysis, regulatory reviews, formulation of legislative proposals, poli-
cy research, evaluation, and data planning.

This report was prepared under contract HHS-100-97-0015 DO#8 between the U.S.
Department of Health and Human Services, Office of the Assistant Secretary for
Planning and Evaluation, Office of Disability, Aging, and Long-Term Care Policy and
the George Washington University’s Center for Health Policy Research, Washington,
DC. For additional information about this subject, you can visit the DALTCP home page
at http://aspe.hhs.gov/daltcp/home.htm or contact the ASPE Project Officer, Gavin
Kennedy, at HHS/ASPE/DALTCP, Room 424E, H.H. Humphrey Building, 200 Inde-
pendence Avenue, S.W., Washington, D.C. 20201. His e-mail address is gkennedy@
osaspe.dhhs.gov.
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DEPARTMENT OF HEALTH & HUMAN SERVICES Office of the Secretary

The Assistant Secretary for Planning and Evaluation
Washington, D.C. 20201

October 2000

Dear Reader,

Medicaid is the major public payer of long-term services and supports for millions of low-income
Americans. When Medicaid was first enacted, payment for long-term services was made solely to
institutions such as nursing homes. In the following decades, people with disabilities of all ages
and their advocates played a significant role in the evolution of the Medicaid program. They
asked for the resources they needed to live independently and the government responded.
Medicaid now pays for a comprehensive range of home and community services that provide
alternatives to unnecessary institutional care.

Many states have led the way in using Medicaid to design innovative and fiscally responsible
long-term service programs. These programs enable people with significant disabilities to live in
their communities and offer consumers more control over the services they receive. The recent
Supreme Court decision in Olmstead v L.C. gives legal weight to this policy direction. In her July
28, 1999, address to the National Conference of State Legislatures, Secretary Shalala stated clearly
that “The Olmstead decision defines our mission: To build better systems of supports enabling
people with disabilities to live life to the fullest.”

Since then, the Department has received numerous requests from state officials, consumers, and
other stakeholders for information on how to use the Medicaid program to increase the availabili-
ty of home and community services. Medicaid is a flexible program but it is also a complex pro-
gram. It is no surprise that there are a host of questions about what is allowable under Medicaid
law and regulation. We are pleased to offer this Primer on Medicaid Home and Community
Services to serve as a reference guide. Its purpose is twofold:

. To explain how the Medicaid program can be used to expand access to a broad range of
home and community services and supports for people of all ages with disabilities, and to
promote consumer satisfaction and control;

. To encourage a fundamental approach to the support of persons with disabilities that mini-
mizes reliance on institutions and maximizes community integration in the most cost-effec-
tive manner.

I believe this Primer will be a useful tool for all those working to expand home and community
services and supports to enable people with disabilities to live in the most integrated settings
appropriate to their needs.

This Primer would not have been possible without the commitment and hard work of many
people. However, | want to recognize a few individuals whose outstanding efforts and dedication
made this Primer a reality:

Janet O’Keeffe, whose extensive knowledge of long-term service policy combined with her ener-
gy, her talent for organizing large quantities of complex information, and her ability to work
with multiple constituencies, enabled us to complete this project;



Gary Smith, the Primer’s principal author, whose prodigious knowledge of the myriad details
of the Medicaid program and whose ability to explain them in layperson’s terms made this doc-
ument possible;

Ruth Katz, who first suggested that ASPE develop a Primer to clearly explain the many ways in
which Medicaid can be used to provide home and community services and supports, has pro-
vided invaluable vision and leadership throughout this project;

Thomas Hamilton, Director of HCFA'’s Disabled and Elderly Health Program Group, for his
interest in and unfailing support of this project. Tom and his staff, particularly Mary Clarkson,
generously contributed their expertise and time—reviewing every chapter for technical accura-
cy, consistency, and readability.

As the Medicaid program evolves to meet the needs of its beneficiaries, new policy and clarifica-
tions of existing policy will be made subsequent to the publication of this Primer. These will be

disseminated through State Medicaid Directors’ Letters and the State Medicaid Manual, both of

which are available on the Health Care Financing Administration’s website.

Bob Williams
Deputy Assistant Secretary
Office of Disability, Aging, and Long-Term Care Policy
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Introduction

People of all ages with disabilities want the same opportunities every American wants: not just to sur-
vive, but to thrive. They want to live in their own homes and make decisions about daily activities, so
they can go to school, work, church, recreation, and can participate fully in their communities. His-
torically, people with disabilities have not always been allowed this birthright. Society has often focused
on a person’s disabilities rather than his or her abilities. But changes in philosophy and law have led to
a new approach. People with disabilities are now recognized as being able to live in their own homes
and other community settings and to lead satisfying and productive lives when provided the range of
services and supports they need to do so.

In the service system for elderly persons, these services and supports are referred to as long-term care.
In the disability service system, the terms typically used are long-term services and supports or person-
al attendant services. All these terms are used interchangeably throughout this Primer.

Medicaid: An Evolving Program with Considerable State Flexibility

The major source of public funding for long-term services and supports provided in home and commu-
nity settings is the Medicaid program. Medicaid was first enacted in 1965 as a companion program to
Medicare.! It was designed as a joint Federal-state entitlement providing primarily medical care to low-
income Americans.? When first enacted, Federal Medicaid funding for meeting the long-term service
needs of people with disabilities and chronic conditions was available mainly when the person was
placed in an institutional setting (e.g., a nursing home), with few avenues for securing Medicaid dollars
to support individuals in their homes and communities. State dollars (and, in some cases, Federal dol-
lars) funded “home care” programs, but only on a limited basis.

In the 35 years since its enactment, Medicaid’s “institutional bias” has been progressively reduced
through numerous amendments to Federal laws and policy. These amendments have offered new
options for states to fund comprehensive home and community long-term services. Beginning in the
early 1980s, there has been a steady increase in the options available to states to secure Federal Medicaid
dollars to underwrite long-term services and supports in home and other community settings. As a
result, states have considerably expanded availability of these services for persons of all ages with phys-
ical and mental disabilities. Many states are leading the way in designing innovative and fiscally respon-
sible ways to enable more persons with disabilities to receive necessary services in their communities
instead of in institutions.



2 UNDERSTANDING MEDICAID HOME AND COMMUNITY SERVICES: A PRIMER

At one time, only a small portion of Medicaid
long-term care spending was directed to home
and community services. Today, 28 percent of
long-term care spending is for such services, and
these outlays are one of the fastest growing com-
ponents of total Medicaid spending.?

Some benefits may be offered through either the
state’s “regular” Medicaid program or through a
home and community-based services (HCBS)
waiver program. Moreover, a state may operate
several HCBS waiver programs at once, each
offering a distinct package of services and sup-
ports to a different group of individuals. These
choices combine to give states considerable lati-
tude in deciding which services and supports will
be offered and in customizing benefit packages to
meet the needs of particular groups.

Medicaid home and community services are
available to beneficiaries of all ages with many
different types of physical and mental disabilities
and chronic illnesses. Because of the way Medi-
caid was originally designed and has been
amended over time, distinct programs were
developed to provide services to certain categori-
cal populations, most notably women with
dependent children. In the long-term care con-
text, covered categories include the “aged, blind,
and disabled.” These three populations account
for the majority of Medicaid long-term care
spending on home and community services, pri-
marily through the personal care option, the
HCBS waiver program, and the home health ben-
efit. The “aged and disabled” categories taken
together include people of all ages who have
physical or mental disabilities, including serious
mental illness, mental retardation, and other
developmental disabilities. The Primer discusses
services for all these groups.

Regardless of an individual’s age or condition, all
persons with disabilities and their families share
common goals—to choose how to live their lives
and to have some control over their daily activities
in the most integrated settings. The recent
Supreme Court decision in Olmstead v. L.C.
affirmed the right of persons with disabilities to do
just this.* The Court stated that institutional place-
ment of persons who can handle and benefit from
community settings perpetuates unwarranted

assumptions that persons so isolated are incapable
or unworthy of participating in community life.
Further, the Court noted that confinement in an in-
stitution severely diminishes the everyday life ac-
tivities of individuals—including family relations,
social contacts, work options, economic independ-
ence, educational advancement, and cultural en-
richment.® The Court also noted, however, that
nothing in the Americans with Disabilities Act
(ADA) condones termination of institutional set-
tings for persons unable to handle or benefit from
community settings, and that a state’s responsibili-
ty, once it provides community-based treatment to
qualified persons with disabilities, is not unlimited.

The Medicaid program can be an important
resource to assist states in meeting the principles
set out in the Olmstead decision. States may
choose to utilize Medicaid funds to provide appro-
priate services in a range of settings from institu-
tions to fully integrated community support.

As states work toward the goal of integrating per-
sons with disabilities into the community, they
may need to go through a process of fundamen-
tally rethinking how programs serving people
with disabilities should be structured and how
long-term care resources should be allocated. The
Medicaid program as currently structured pro-
vides many alternative ways to increase the avail-
ability of home and community services and still
keep the costs of those services under control.

Subsequent chapters of this Primer stress that
states need to consider their own unique needs,
resources, and social/political/economic environ-
ment as they decide how best to use the Medicaid
program to provide home and community servic-
es to persons with disabilities. An important con-
text for this decision-making process is the set of
demographic factors driving the need for publicly
funded assistance by persons with disabilities.”

The first such factor is advances in medical tech-
nology, which have enabled increasing numbers
of people with extensive congenital and acquired
disabilities to both survive and live longer lives.
The second is that the nation’s population is aging
and will continue to do so as the baby-boom
cohort moves into its 60s and beyond. The popu-
lation over age 85—numbering 4.0 million in



1998—is the group most likely to need assistance
performing activities of daily living, and this is the
group that is growing the fastest. By 2020, for
example, an estimated 7 million people will be 85
and over.®

Finally, most of this assistance is provided by
informal caregivers, typically the women in the
family. However, high women’s labor force par-
ticipation rates, smaller families, and geographic
mobility may make it very difficult for some fam-
ilies to provide such assistance for their members
with disabilities.

Purpose, Audience, and Organization
of This Primer

Medicaid now offers so many options for provid-
ing home and community services that they can
be confusing for policymakers, state officials,
advocates, and consumers alike. It does not help
that the details of these expanded options tend to
be buried in the minutiae of Medicaid legislative
and regulatory provisions. To add to the confu-
sion, the extensive flexibility states have to com-
bine these options has resulted in 50 different state
Medicaid programs. Even people who have spent
years working in Medicaid do not always under-
stand its many provisions.

This Primer is designed to encourage use of the
Medicaid program in a manner that minimizes
reliance on institutions and maximizes communi-
ty integration in a cost-effective manner. Its in-
tended audience is policymakers and others who
wish to understand how Medicaid can be used—
and is being used—to expand access to a broad
range of home and community services and sup-
ports, and to promote consumer choice and con-
trol. In addition to comprehensive explanations
of program features states can implement to
achieve these goals, the Primer presents examples
of state programs that have taken advantage of
Medicaid’s flexibility to expand home and com-
munity services for people of all ages with
disabilities.

The service options reviewed in subsequent chap-
ters span the full range of Medicaid choices. They
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address program modifications states can imple-
ment as a state plan option (without special waiv-
er of Federal law), as well as those for which
Federal waiver approval must be obtained.
Options that do not require waivers offer espe-
cially important potential for expanding commu-
nity services and supports.

The design of this Primer grew out of a series of
discussions among Federal officials, state policy-
makers, service providers, and advocates regard-
ing how to make the document as useful as possi-
ble. Each chapter provides an annotated bibliog-
raphy, with full information on how to obtain
each publication.

* Chapter One provides a brief overview of the
legislative and regulatory history of Medi-
caid’s coverage of home and community serv-
ices and information on current home and
community expenditures.

The next four chapters lay out and discuss the
basic elements involved in Medicaid’s financial
and functional eligibility criteria and service cov-
erage alternatives.

* Chapter Two provides an explanation of Medi-
caid’s financial eligibility criteria, one of the
most complicated areas of Medicaid law. It
first discusses the general eligibility criteria all
Medicaid beneficiaries must meet. It then
focuses on the financial eligibility provisions
most important for receiving services in home
and community settings. It also discusses the
options states can select to ensure that people
with disabilities will be able to support them-
selves in home and community settings.

» Chapter Three focuses on Medicaid provisions
related to health and functional criteria used
to determine service eligibility for home
health services, the personal care option, and
the waiver program. It presents examples of
states with service criteria that support a
social model of long-term services and sup-
ports rather than a medical model. And it dis-
cusses ways in which states can design service
criteria to ensure that they appropriately and
adequately measure the need for services and
supports among heterogeneous populations.
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The Olmstead Decision®

The Olmstead case was brought by two Georgia women whose disabilities include mental retardation and men-
tal illness. At the time the suit was filed, both plaintiffs lived in State-run institutions, despite the fact that their
treatment professionals had determined that they could be appropriately served in a community setting. The
plaintiffs asserted that continued institutionalization was a violation of their right under the ADA to live in the most
integrated setting appropriate.

The Supreme Court ruled that “Unjustified isolation . . . is properly regarded as discrimination based on disabil-
ity.”% It observed that (a) “institutional placement of persons who can handle and benefit from community set-
tings perpetuates unwarranted assumptions that persons so isolated are incapable or unworthy of participating
in community life,” and (b) “confinement in an institution severely diminishes the everyday life activities of indi-
viduals, including family relations, social contacts, work options, economic independence, educational advance-
ment, and cultural enrichment.”

Under the Court’s decision, States are required to provide community-based services for persons with disabili-
ties who would otherwise be entitled to institutional services when: (a) the State’s treatment professionals rea-
sonably determine that such placement is appropriate; (b) the affected persons do not oppose such treatment;
and (c) the placement can be reasonably accommodated, taking into account the resources available to the
State and the needs of others who are receiving State-supported disability services. The Court cautioned how-
ever, that nothing in the ADA condones termination of institutional settings for persons unable to handle or ben-
efit from community settings. Moreover, the State’s responsibility, once it provides community-based treatment
to qualified persons with disabilities, is not unlimited.

Under the ADA, States are obliged to “make reasonable modifications in policies, practices, or procedures when
the modifications are necessary to avoid discrimination on the basis of disability, unless the public entity can
demonstrate that making the modifications would fundamentally alter the nature of the service, program or activ-
ity.” The Supreme Court indicated that the test as to whether a modification entails “fundamental alteration” of a
program takes into account three factors: the cost of providing services to the individual in the most integrated
setting appropriate; the resources available to the State; and how the provision of services affects the ability of
the State to meet the needs of others with disabilities. (See Appendix Il for the complete text of HCFA’s guidance
on the Olmstead decision.)

Chapter Four presents the major service
options states have to provide home and com-
munity services to people with disabilities and
discusses the factors states need to consider
when choosing among the various options.

Chapter Five provides an in-depth discussion
illustrating different coverage alternatives in
the context of two specific services: case man-
agement and assisted living for elderly per-

settings. It also presents ways in which Medi-
caid can be used to facilitate this transition.

Chapter Seven discusses options under Medi-
caid to increase consumer choice and control of
home and community services.

Chapter Eight discusses ways in which Medi-
caid can support informal caregiving and family
support through various optional services.

sons.

» Chapter Nine addresses system design issues
and discusses how Medicaid can be used to
create comprehensive, cost-effective long-term care
systems.

The last four chapters focus on key policy goals in
the provision of home and community services
and supports.

The Primer concludes with a series of Appendices
that provide additional information about the
Medicaid program.

»  Chapter Six discusses factors states need to con-
sider when developing initiatives to transition
institutional residents back to home and community



This Primer has been prepared by the Office of the
Assistant Secretary for Planning and Evaluation
(ASPE), with consultation from the Health Care
Financing Administration (HCFA) in the United
States Department of Health and Human Services
(HHS). Designed to serve as a reference guide, it is
written in easily understood language, but with
sufficient annotation of source material to fulfill
its technical support role. Some issues remain un-
resolved, because particular provisions of Medi-
caid regulations and state interpretations thereof
are being challenged in the courts. Major unre-
solved issues are discussed where relevant.

* * %

This Primer describes the many options states
have to use the Medicaid program to fund long-
term care services and supports. It is up to state
policymakers working with the disability and
aging communities to identify the unique needs
and goals of the state, and then use the informa-
tion given in the following chapters (a) to choose
the options best suited to a particular state and (b)
to decide how the options chosen can be best used
in that state.
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Endnotes
1. P.L. 89-97, Title XIX of the Social Security Act.

2. The Federal government provides matching funds
on an open-ended basis for every dollar a state chooses
to spend on Medicaid services.

3. Burwell, B. (April, 25, 2000). Memorandum: Medi-
caid long-term care expenditures in FY 1999. Cam-
bridge: The MEDSTAT Group.

4. Olmstead v. L. C., 119 S.Ct. 2176 (1999).
5. Ibid.

6. Health Care Financing Administration. (February 1,
2000). Fact Sheet; Assuring access to community living
for the disabled. (Available from www.hcfa.gov/facts.)

7. Because the focus of the Primer is on long-term care
services and supports, the Primer uses the term per-
sons with disabilities to refer primarily to that group of
persons with disabilities who need long-term care serv-
ices in general, and home and community services in
particular.

8. U.S. Census Bureau (www.census.gov).

9. Information in this text box is available from the fol-
lowing website: www.hcfa.gov/medicaid/smd1140a.
htm, which contains additional information regarding
the Olmstead decision.

10. The Olmstead decision interpreted Title Il of the
ADA and its implementing regulations, which oblige
states to administer their services, programs, and activ-
ities “in the most integrated setting appropriate to the
needs of qualified individuals with disabilities.” (28
CFR 35.130(d)).
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CHAPTER 1

Medicaid Coverage of Home and
Community Services. Overview*

Long-term care includes a broad range of health and health-related services, personal care, social
and supportive services, and individual supports. This chapter recounts the legislative, regulato-
ry, and policy history of Medicaid coverage of long-term care services. Both institutional and home
and community long-term care services are covered, with the latter described in greater detail.
(Medicaid’s coverage of primary and acute care is not included in the discussion.)

Introduction

Medicaid is an entitlement program, which is designed to help states meet the costs of necessary health
care for low-income and medically needy populations. States qualify to receive Federal matching funds
to help finance these costs by filing a state Medicaid plan document with the Federal Health Care
Financing Administration (HCFA).? States have substantial flexibility to design their programs within
certain broad Federal requirements related to eligibility, services, program administration, and provider
compensation.

Program Evolution and Current
Spending Allocations

From its beginnings as a health care financing program primarily for welfare recipients, Medicaid has
been amended and expanded in a patchwork fashion to cover a range of populations. Initially, Medicaid
was the medical care extension of Federally funded programs providing cash assistance for the poor,
with an emphasis on dependent children and their mothers, elderly persons, and persons with disabili-
ties. Legislation in the 1980s extended Medicaid coverage to an expanded group of low-income pregnant
women and poor children, and to some low-income Medicare beneficiaries who were not eligible for
cash assistance.

When first enacted, Medicaid’s main purpose was to cover primary and acute health care services, such
as doctor visits and hospital stays. Mandatory coverage for long-term care was limited to skilled nurs-
ing facility (SNF) services for people age 21 and older. States were given the option to cover home
health services and private duty nursing services. In response to the high costs of nursing facility care,
combined with criticism of Medicaid’s institutional bias, states and the Federal government began to
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look for ways to provide long-term care services
in less restrictive, more cost-effective ways. In
1970, home health services for those entitled to
nursing home care became mandatory. Since
1970, Medicaid has evolved into a program that
allows states considerable flexibility to cover vir-
tually all long-term care services that people with
disabilities need to live independently in home
and community settings.

The Federal Medicaid statute requires states to
specify the amount, duration, and scope of each
service they provide, which must be sufficient to
reasonably achieve its purposes. States may not
place limits on services or arbitrarily deny or
reduce coverage of required services solely
because of diagnosis, type of illness, or condition.
Generally, a state plan must be in effect through-
out an entire state (i.e., amount, duration, and
scope of coverage must be the same statewide).
There are certain exceptions to these rules. Two
major ones: (a) states operating home and com-
munity based services (HCBS) waivers need not
offer all services covered under the waiver to all
beneficiaries in the state; and (b) targeted case
management services offered as an optional bene-
fit under the state plan are not subject to the
statewideness rule.’

In 1999, every state was providing home and
community services under one or more of the
available options, and Medicaid had become the
nation’s major public financing program for long-
term care services for low-income persons of all
ages with all types of physical and mental dis-
abilities. Data since 1988 show how Medicaid
long-term care service spending has been
changing.

In 1988, Medicaid spending for all long-term serv-
ices totaled $23 billion.* Nearly 90 percent of those
dollars paid for institutional services in nursing
facilities and intermediate care facilities for per-
sons with mental retardation (ICFs/MR); only 10
percent went for home and community services.
Over the next eleven years, Medicaid spending for
all long-term care services grew by 9.8 percent per
year, reaching $63.9 billion by 1999. Spending for
institutional services increased more slowly (at 7.6
percent per year). Spending for home and commu-
nity services grew at the rate of 20 percent per

year. From a low level of expenditures, home and
community spending reached $17.9 billion in
19995

HCBS waiver programs accounted for the major-
ity of this growth. In 1999, HCB waiver services
accounted for 16.6 percent of all Medicaid long-
term care services, compared with 9.4 percent in
1994 and only 4.4 percent in 1990. In 1996, expen-
ditures for HCB waiver services surpassed
spending for services provided under the home
health benefit and the personal care option com-
bined for the first time. In the eleven years from
1988 to 1999, the proportion of total Medicaid
spending that went to all home and community
services (waiver, personal care, targeted case
management, and home health combined) grew
from 10 to 28 percent.® Following the Supreme
Court’s 1999 Olmstead decision, a state may de-
cide to make increased use of the Medicaid pro-
gram to increase both the amount and share of its
resources going to home and community
services.

Expansion of home and community services rela-
tive to institutional services has been particularly
pronounced for individuals with mental retarda-
tion and other developmental disabilities. In 1990,
144,000 such individuals were served in ICFs/
MR, compared with 45,000 receiving HCB waiver
services. By 1999, the number served in ICFs/MR
had dropped to 118,000 while the number partici-
pating in HCBS waiver programs had increased to
almost 262,000.”

It should be noted, however, that the share of
Medicaid long-term care spending going to home
and community services in most states is much
lower than the nationwide figure of 28 percent
would lead one to expect. In 1997, for example,
that share was less than 8 percent in half the
states. In the same year, however, five states spent
more than 20 percent of their Medicaid long-term
care resources on home and community services,
with Oregon and New York heading the list (at 40
to 50 percent). The median annual per capita
Medicaid expenditure on home and community
services has also increased (rising from $310 to
$522 between 1992 and 1997).t This overall figure
again masks considerable state variation—from
$1180 per person age 65 or over in New York



down to $29 in Mississippi.®

Major Contours of the Medicaid
Program’s Home and Community
Service Provisions

The remainder of this chapter presents a brief
overview of the Medicaid law, regulations, and
policy that give states the flexibility to create com-
prehensive home and community service systems
for persons of all ages with all types of physical
and mental disabilities. To provide context for the
discussion, Table 1-1 lists the major relevant pro-
visions of Medicaid law. This chronological sum-
mary illustrates the progressive expansion of
Medicaid long-term care services away from a pri-
mary focus on institutional care. (Chapters 4 and 5
discuss service options and factors to consider
when choosing among them.)

Home Health Services

There has been some misunderstanding about the
coverage criterion for home health services
because it is linked to the coverage criterion for
nursing homes. States are mandated to cover
nursing home care for categorically eligible per-
sons age 21 and older. This mandate entitles per-
sons age 21 and older to nursing facility care.
States have the option to cover nursing home care
for other Medicaid beneficiaries as well—e.g., per-
sons under age 21 and the medically needy. In
states choosing this option, the medically needy
and persons under age 21 would also be entitled to
nursing home care. However, being entitled to
nursing home care does not mean that one is eligi-
ble for nursing home care. In order to receive
Medicaid covered nursing home care, entitled
persons must also meet nursing home eligibility
criteria (called level-of-care criteria).

Since 1970, home health services have been
mandatory for persons entitled to nursing facility
care.”? Confusion about eligibility for home health
services has arisen because the term entitled to
nursing facility care has sometimes been erro-
neously interpreted to mean that people must be
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eligible for nursing facility care—i.e., that they
must meet a state’s nursing facility level-of-care
criteria—in order to receive home health benefits.
This erroneous interpretation has persisted not-
withstanding its conflict with home health regu-
lations prohibiting a state from conditioning eli-
gibility for home health services on the need for or
discharge from institutional care.** The Medicaid
Assistance Manual further clarifies that states
may not limit home health services to individuals
who require a skilled level of health care as
defined by Medicare (i.e., needing skilled nursing
or therapy services).”? (See Chapter 3 for addition-
al information on the home health benefit.)

Federal regulations require that home health
services include nursing, home health aides,
medical supplies, medical equipment, and appli-
ances suitable for use in the home. States have the
option of providing additional therapeutic servic-
es under home health—including physical thera-
py, occupational therapy, and speech pathology
and audiology services.®® States may establish
reasonable standards for determining the extent
of such coverage based on such criteria as med-
ical necessity or utilization control.** In doing so,
as noted, a state must ensure that the amount,
duration, and scope of coverage are reasonably
sufficient to achieve the purpose of the service.*

In 1998, following the ruling of the U.S. Court of
Appeals for the Second Circuit in DeSario v.
Thomas, HCFA sent a letter to state Medicaid
Directors clarifying that states may develop a list
of pre-approved items of medical equipment as an
administrative convenience but must provide a
reasonable and meaningful procedure for request-
ing items that do not appear on such a list.** (See
Appendix Il for the complete text of the HCFA let-
ter.) All home health services must be medically
necessary and authorized on a physician’s orders
as part of a written plan of care.

Home health services are defined in Federal reg-
ulation as services provided at an individual’s
place of residence. In 1997, however, the Federal
Court of Appeals for the Second Circuit ruled
that home health nursing services may be provid-
ed outside the home, as long as they do not
exceed the hours of nursing care that would have
been provided in the home.'” The states covered
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Table 1-1. Medicaid’s Legislative Provisions Regarding Long-Term Care Services

1965 Establishment of Medicaid*®
— Mandatory coverage of SNFs
— Optional coverage of home health services and rehabilitation services.

1967 Early and Periodic Screening, Diagnosis, and Treatment (EPSDT) mandate for children under 21.*°
States given the option to provide services under EPSDT that were not covered by their state plans.

1970 Mandatory coverage of home health services for those entitled to skilled nursing facility services.*

1971 Optional coverage of intermediate care facilities (ICFs) and ICFs/MR.%

1972 Optional coverage of children under 21 in psychiatric hospitals. (This institutional coverage pro-
vides the “institutional alternative” for HCBS waiver services for this group.)®

1973 Option to allow people receiving supplemental security income (SSI) to return to work and main-
tain their Medicaid benefits.

1981 Establishment of home and community based services (HCBS) waiver authority.*

1982 Option to allow states to extend Medicaid coverage to certain children with disabilities who live at
home but who, until this 1982 provision, were eligible for Medicaid only if they were in a hospital,
nursing facility, or ICF/MR. Also known as the Katie Beckett or TEFRA Provision.*

1986 Option to cover targeted case management. States are allowed to cover such services without
regard to the statewideness and comparability requirements.*

Option to offer supported employment services through HCBS waiver programs to individuals who
had been institutionalized some time prior to entering the HCBS waiver program.?

1988 Establishment of special financial eligibility rules for institutionalized persons whose spouse
remains in the community, to prevent spousal impoverishment.?

1989 EPSDT mandate amended to require states to cover any service a child needs, even if it is not cov-
ered under the state plan.?

1993 Removal of requirements for physician authorization and nurse supervision for personal care serv-
ice provided under the state plan. States were given explicit authorization to provide personal care
service outside the individual’s home.®

1997 Removal, under the Balanced Budget Act of 1997, of the “prior institutionalization” test as a require-
ment for receiving supported employment services through an HCBS waiver program. Addition of
first opportunity for states to create a Medicaid “buy-in” for people with disabilities.

1999 Additional options under the Ticket to Work and Work Incentives Act for states to create a buy-in

program for people with disabilities and to remove employment barriers.*

by this ruling are New York, Connecticut, and
Vermont. (See Chapter 3 for additional informa-
tion on this ruling.)

EPSDT

The Federally mandated EPSDT program for chil-
dren from birth to 21 years entitles Medicaid eligi-
ble children to services found necessary to diag-
nose, treat, or ameliorate a defect, physical or

mental illness, or a condition identified by an
EPSDT screen. The original 1967 legislation gave
states the option to cover treatment services not
covered under the state’s Medicaid plan. In 1989,
Congress strengthened the mandate by requiring
states to cover all treatment services, regardless of
whether or not those services are covered in the state’s
Medicaid plan.®

As aresult, the EPSDT component now covers the
broadest possible array of Medicaid services,
including personal care and other services provid-



ed in the home. For example, Wisconsin covers up
to eight weeks of intensive in-home services for
children with serious emotional disturbances,
including parental skill training in behavior man-
agement techniques.

Optional Institutional Services

Options for covering institutional services
assumed greater importance after 1981, when the
waiver authority was created. This was because
HCB waiver services can be provided only insofar
as they provide an alternative to institutional care.
If a state is not covering a particular type of institu-
tional service, it will not be able to offer that type of
service in the community under an HCBS waiver
program.

The 1971 addition of services provided by ICFs
and ICFs/MR as an optional benefit moved the
Medicaid program into financing additional nurs-
ing home care. Adding optional institutional cov-
erage of ICFs/MR made Federal matching funds
available to help finance home and community
services for persons with mental retardation
(which had previously been supportable only
with state funds), thus providing the institutional
alternative for MR/DD waivers. Likewise, option-
al coverage of ICFs made Federal matching funds
available for community coverage of a non-skilled
level of care through aged/disabled waivers.®

Optional Home and Community Services

When Medicaid was enacted, states were given the
option of covering a wide range of services, sever-
al of which can be used in home and community
settings. They include rehabilitation services, pri-
vate duty nursing, physical and occupational ther-
apy, and transportation services. In 2000, every
state provided at least one optional service.

The rehabilitation option, in particular, offers
states the means to provide a range of supportive
services to people in home and community set-
tings. Medicaid defines rehabilitation services as
any medical or remedial services recommended
by a physician for maximum reduction of physical
or mental disability and restoration of a recipient
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to his or her best possible functional level.** Re-
habilitation services can be provided to people
with either physical or mental disabilities.

The rehabilitation service option is a very flexible
benefit, because services may be furnished either
in the person’s residence or elsewhere in the com-
munity. Many states cover psychosaocial rehabilita-
tion services, which—when combined with person-
al care and targeted case management services—
can meet a wide range of service and support needs
for persons who have a mental illness. In 1996, 31
states used the rehabilitation option for both cate-
gorically needy and medically needy populations;
13 additional states used it just for the categorical-
ly needy; and 9 states had Medicaid demonstra-
tion programs for rehabilitation services.®

The rehabilitation option is not generally used to
furnish long-term services and supports to indi-
viduals with disabilities other than mental illness.
During the 1970s and 1980s, a few states secured
HCFA approval to cover daytime services for per-
sons with MR/DD under either the clinic or the
rehabilitation option. However, HCFA ultimately
ruled that the services being furnished were habil-
itative rather than rehabilitative and consequently
could not be covered under either option.* (This
issue is discussed in more detail in Chapter 4.)

The main basis for HCFA's ruling was that habili-
tative services could only be furnished to resi-
dents of ICFs/MR under the state Medicaid plan
or through an HCBS waiver program for individ-
uals otherwise eligible for ICF/MR services. A
few states have maintained their state plan cover-
age of these services. Other states have terminated
those coverages in favor of offering similar servic-
es through an HCBS waiver program.®’

Personal Care Services

Since the mid-1970s, states have had the option to
offer personal care services under the Medicaid
state plan, making these services one of the
longest standing Medicaid home and community
benefits. This option was first established admin-
istratively under the Secretary’s authority to add
coverages over and above those spelled out in
Section 1905 of the Social Security Act, if such
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services would further the Act’s purposes. In
1993, Congress took the formal step of adding
personal care to the list of services spelled out in
the Medicaid statute.®

When the option for states to offer personal care
was created, it had a decidedly medical orienta-
tion. The services had to be prescribed by a physi-
cian, supervised by a registered nurse, and deliv-
ered in accordance with a care plan. Moreover,
they could be provided only in the person’s place
of residence. Generally, the personal care services
a state offered were tied mainly to assisting indi-
viduals in activities of daily living (ADLs)—
bathing, dressing, eating, toileting, and transfer-
ring from a bed to a chair. Personal care workers
could provide other forms of assistance (e.g.,
housekeeping and laundry) only on a limited
basis and only if they were incidental to delivery
of personal care services.

Starting in the late 1980s, some states sought to
broaden the scope of personal care services and
provide them outside the individual’s home in
order to enable beneficiaries to participate in com-
munity activities. In 1993, Congress not only for-
mally incorporated personal care into Federal
Medicaid law but also gave states explicit author-
ization to provide personal care outside the indi-
vidual’s home.* Congress went even a step fur-
ther in 1994, allowing states to: (1) use means
other than nurse supervision to oversee provision
of personal care services, and (2) establish means
other than physician prescription for authorizing
such services. In November 1997, HCFA issued
new regulations concerning optional Medicaid
state plan personal care services to reflect these
statutory changes.®

In 2000, 27 states covered personal care services
under their Medicaid state plans.* However,
Federal-state Medicaid outlays for these services,
which totaled roughly $3.5 billion in FY1999, have
grown at a relatively slow pace during the 1990s.%
This slow pace is at least in part because some
states are electing to cover personal care services
through more flexible and easy to target HCBS
waiver programs instead of adding the coverage
to their state plan or expanding the state plan cov-
erage they already have in place.

In January 1999, HCFA released a State Medicaid
Manual Transmittal that thoroughly revised and
updated the Agency’s guidelines concerning cov-
erage of personal care services. The new Manual
materials made it clear that personal care services
may span provision of assistance not only with
ADLs but also with Instrumental Activities of
Daily Living (IADLs), such as personal hygiene,
light housework, laundry, meal preparation,
transportation, grocery shopping, using the tele-
phone, medication management, and money
management. HCFA also clarified that all rela-
tives except “legally responsible relatives” (i.e.,
spouses and parents of minor children) could be
paid for providing personal care services to bene-
ficiaries.

The Manual further clarified that, for persons with
cognitive impairments, personal care may include
“cueing along with supervision to ensure the indi-
vidual performs the task properly.” And it explic-
itly recognized that provision of such services may
be directed by the people receiving them. This con-
sumer direction includes the individuals’ supervi-
sion and training of their personal care attendants.
[For the complete text see Appendix I1.] Consumer
direction of personal care services has been a fea-
ture of many personal assistance programs for
many years (both under Medicaid and in pro-
grams funded only with state dollars). For exam-
ple, consumer-direction was built into the Massa-
chusetts Medicaid personal care program from its
inception. The HCFA Manual clearly acknowl-
edges and sanctions this model. (See Chapter 7 for
in-depth discussion of consumer direction.)

But neither the statutory provisions nor the
revised Federal regulations and HCFA State
Medicaid Manual guidelines dictate that a state
must change the scope of its pre-1993 personal care
coverage. In order to take advantage of these
changes, a state must file an amendment to its state
plan. Taken together, therefore, these ground-
breaking changes in Federal policy can help pave
the way for a state to make its coverage of these
services much broader than was the case in the
past. But the states must act to bring about these
changes in their own personal care programs.



Other State Plan and Optional Services

In addition to services listed under the “long-term
services and supports” rubric, many other Medi-
caid benefits are relevant in meeting the needs of
individuals with disabilities and chronic condi-
tions. For example, states can provide powered
wheelchairs and other mobility equipment
through their coverage of medical equipment and
supplies suitable for use in the home.* State plans
also cover many therapeutic services (e.g., occupa-
tional and physical therapy) that enable people
with disabilities to achieve and maintain optimal
functioning. (See Chapter 4 for further discussion.)

Establishment of HCBS Waiver Authority

In 1981, Congress authorized the waiver of certain
Federal requirements to enable a state to provide
home and community services (other than room
and board) to individuals who would otherwise
require SNF, ICF, or ICF/MR services reim-
bursable by Medicaid. The waiver programs are
called 1915(c) waivers, named after the section of
the Social Security Act that authorized them.*

Under 1915(c) waiver authority, states can pro-
vide services not usually covered by the Medicaid
program, as long as these services are required to
keep a person from being institutionalized.
Services covered under waiver programs include:
case management, homemaker, home health aide,
personal care, adult day health, habilitation,
respite care, “such other services requested by the
state as the Secretary may approve,” and “day
treatment or other partial hospitalization services,
psychosocial rehabilitation services, and clinic
services (whether or not furnished in a facility) for
individuals with chronic mental illness.”

All but the last were included when the statute
was first enacted in 1981. Services for individuals
with a chronic mental illness were added in the
late 1980s. Neither the statute itself nor HCFA reg-
ulations further specify or define the scope of the
listed services. However, the law that created the
waiver program expressly permits the Secretary
to approve services beyond those specifically
spelled out in the law, as long as they are neces-
sary to avoid institutionalization and are cost-
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effective. In the 19 years of the program’s exis-
tence, HCFA has approved a wide variety of addi-
tional services.

In the early 1990s, HCFA first issued a standard
HCBS waiver application format for states to sub-
mit requests to operate an HCBS waiver program.
The standard format includes definitions of serv-
ices states commonly cover in their HCBS waiver
programs. The services listed in the standard for-
mat appear there because they: (a) are included in
the listing contained in the statute, or (b) are addi-
tional services frequently offered by states. The
standard HCBS waiver application format now
contains HCFA-suggested definitions of services
states may cover under their HCBS waiver pro-
grams. HCFA revises this standard format period-
ically, occasionally adding new services. (A com-
plete listing of HCFA'’s service definitions is in
Appendix I.) The services a state may offer are by
no means limited to those that appear in the stan-
dard format. (See Chapter 4 for a detailed discus-
sion of HCB waiver service coverage possibilities.)

All states have HCBS waiver programs. In June
2000, there were 242 waiver programs approved
by HCFA.* States typically operate three or four,
but some states offer more. Colorado, for example,
operates ten. Federal-state spending for HCB
waiver services totaled $10.6 billion in 1999.
Roughly two-thirds of this underwrote HCB
waiver services for people with developmental
disabilities; the remaining third paid for HCB
waiver services for other population groups.*

Nationwide, the number of individuals participat-
ing in HCBS waiver programs increased from
240,000 in 1992 to an estimated 622,000 in 1998,
reflecting an annual rate of increase of 17.2 per-
cent. Individuals with developmental disabilities
accounted for 39.7 percent of all waiver partici-
pants in 1998, about the same proportion as in
1992. Waiver programs for individuals with other
disabilities (e.g., younger persons with non-devel-
opmental disabilities and/or persons over age 65
with disabilities) accounted for an estimated 57.1
percent of all participants in 1998. Highly targeted
HCBS waiver programs (e.g., programs serving
individuals with HIV/AIDS, persons with mental
illness, persons who have had a brain injury or
another brain disorder, and children with severe
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medical disabilities) accounted for the remaining
3.2 percent of program participants.”

Average cost of HCB waiver services

In 1998, the cost of HCB waiver services was about
$14,950 per participant. However, there were
marked differences in costs among HCBS waiver
target populations. The average cost of HCB waiv-
er services for people with developmental disabil-
ities was $29,353 per participant. In contrast, HCBS
waiver programs that serve seniors and/or
younger persons with non-developmental disabil-
ities incurred an average cost per participant of
$5,362.® The differences in HCBS waiver costs
among target population groups stem from a wide
variety of factors. Major factors that affect costs
include: (a) differences in the intensity of the serv-
ices particular target populations require; and (b)
the extent to which other state plan services can
meet the needs of the target population (and there-
by reduce the costs of the additional services that
are furnished through HCBS waiver programs).
Historically, the costs of supporting individuals
with developmental disabilities through HCBS
waiver programs have been well above costs of
supporting other target populations, because a rel-
atively high percentage of waiver participants
with developmental disabilities have been receiv-
ing residential rather than in-home services.

The Katie Beckett Provision

The Katie Beckett provision is a statute—the Tax
Equity and Fiscal Responsibility Act (TEFRA)
134—added to Medicaid in 1982. Katie Beckett is
the name of the child whose parents petitioned
the Federal government for her to receive
Medicaid services at home instead of in a hospital,
and whose plight led the Reagan Administration
to urge Congress to enact the provision. TEFRA
134 gives states the option to cover noninstitu-
tionalized children with disabilities. Prior to
enactment of this provision, if a child with dis-
abilities lived at home, the parents’ income and
resources were automatically counted (deemed)
as available for medical expenses. However, if the
same child was institutionalized for 30 days or
more, only the child’s own income and resources
were counted in the deeming calculation—sub-

stantially increasing the likelihood that a child
could qualify for Medicaid. This sharp divergence
in methods of counting income often forced fami-
lies to institutionalize their children simply to get
them medical care.

TEFRA 134 amended the Medicaid law to give
states the option to waive the deeming of parental
income and resources for children under 18 years
old who were living at home but would otherwise
be eligible for Medicaid-funded institutional care.
Not counting parental income enables these chil-
dren to receive Medicaid services at home or in
other community settings. Many states use this
option, which requires states to determine that (1)
the child requires the level of care provided in an
institution; (2) it is appropriate to provide care
outside the facility; and (3) the cost of care at home
is no more than the cost of institutional care. In
states that use this option, parents may choose
either institutional or community care for their
Medicaid eligible children.

Targeted Case Management

Until 1986, the only practical avenue available for
a state to secure Medicaid funding for freestand-
ing case management services (i.e., case manage-
ment services not delivered as part of some other
service or conducted in conjunction with the
state’s operation of its Medicaid program) was
through an HCBS waiver program. Coverage of
case management services in HCBS waiver pro-
grams was nearly universal at that time.

In 1986, Congress created the option for states to
cover what were termed “targeted case manage-
ment” services under their Medicaid plan.”® The
expressed statutory purpose of targeted case man-
agement is to assist Medicaid recipients in “gain-
ing access to needed medical, social, educational
and other services.” This option is unique among
services afforded under the state plan, in that
states are exempt from the comparability require-
ment to make such services available to all recipi-
ents. A state is permitted to amend its state plan to
cover case management services for specified
groups of Medicaid recipients (hence the term target-
ed). It may also offer these services on a less-than-
statewide basis (again via state plan amendment



instead of securing a waiver).* (See Chapter 4 for
further discussion.)

Given the expressed statutory purpose of the ben-
efit—to assist individuals to obtain services from a
wide variety of public and private programs—the
scope of services a state may furnish through the
targeted case management option is relatively
broad. Covered activities include assistance in
obtaining food stamps, energy assistance, emer-
gency housing, or legal services. Covered activi-
ties also include service/support planning (in-
cluding assessment) and monitoring delivery of
the services and supports in order to ensure they
are meeting a beneficiary’s needs.

Financial Protections for Spouses Living in
the Community

The Medicare Catastrophic Coverage Act of 1988
established special financial eligibility rules for
institutionalized persons, to allow a spouse who
remained in the community to retain more assets
and income than had previously been allowed
under Medicaid’s financial eligibility rules. The
figures for retainable resources are adjusted annu-
ally to reflect increases in the Consumer Price
Index.5* The purpose of these rules is to prevent
impoverishment of the spouse who is not institu-
tionalized. States have the option to extend these
rules to the spouses of beneficiaries receiving
home and community services and also to follow
the minimum maintenance allowance rules man-
dated for spouses of nursing home residents. (See
Chapter 2 for a detailed discussion of these and
other financial eligibility provisions.)

Program of All-Inclusive Care for the
Elderly (PACE)

The Balanced Budget Act of 1997 (BBA) estab-
lished the Program of All-inclusive Care for the
Elderly (PACE) model of care as a permanent
provider entity within the Medicare/Medicaid
programs.® This provision enables states to pro-
vide PACE services to Medicaid beneficiaries as a
state option, rather than as a demonstration as
was formerly the case. The number of new PACE
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sites that can be established nationwide is limited
to 80. The typical PACE program serves fewer
than 300 individuals. PACE programs are funded
by both the Medicare and Medicaid programs,
and participants are generally eligible for both.
PACE programs provide and manage all health,
medical, and social services, and arrange other
services as needed to provide preventive, rehabil-
itative, curative, and supportive care.

The PACE approach provides an alternative to
institutional care for persons age 55 and over who
require a nursing facility level of care. Services are
provided in adult day health centers, homes, hos-
pitals, and nursing homes. PACE providers
receive payment only through the PACE capita-
tion rate and are responsible for provision of all
items and services covered under both Medicare
and Medicaid. The individuals enrolled in PACE
receive benefits solely through the PACE program.

* % %

This brief overview of Medicaid’s statutory, regu-
latory, and policy provisions related to home and
community services for people with disabilities
provides a context for more detailed discussions
in the chapters to come. Some of the institutional
bias that remains in the program can be changed
only by congressional amendment of Medicaid
law (e.g., the requirement that a person must meet
an institutional level-of-care standard to receive
HCBS waiver services). But numerous provisions
give state policymakers considerable freedom in
designing their home and community service sys-
tem to fit their state’s particular needs. They have
the option, in particular, to eliminate use of more
restrictive financial criteria for HCBS waiver serv-
ices than for institutional care. They also have con-
siderable flexibility to create consumer-responsive
systems that facilitate home and community liv-
ing. (See Chapter 7.)

In the next several decades, as already noted, the
U.S. population will age dramatically. Between
1987 and 1996, for example, the proportion of
nursing home residents who were 85 and over
rose from 49 to 56 percent for women, and from 29
to 33 percent for men. The severity of disability
among the nursing home population has also
been increasing. Almost 83 percent of nursing
home residents in 1996 needed help with three or
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more ADLs, for example, compared with 72 per-
cent of residents in 1987.% Even if disability rates
among older persons decline, more people will
need long-term care services than at any other
time in our nation’s history.

Institutional care is costly. Given the projected
demand for long-term care services, it is advisable
for states to start planning now to create compre-
hensive long-term care systems that will enable
people with disabilities—whatever their age or
condition—to live in the community rather than
rely on institutional residence and services. The
Medicaid program can be the centerpiece of such
a system—allowing states numerous options to
provide home and community services that keep
costs under control at the same time as they
enable people with disabilities to retain their inde-
pendence and their dignity.
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CHAPTER 2

Financial Eligibility Rules
and Options*

Medicaid’s flexibility has resulted in wide differences among states that offer them opportunities
to learn from and build on one another’s experiences. This chapter explains what Federal rules
require, and allow, states to do that affects financial eligibility for Medicaid for persons who need
assistance in paying for long-term care needs that can be met by home and community services.

Introduction

Medicaid today is a far different program from Medicaid as enacted in 1965. As originally conceived,
Medicaid was to have served primarily the very poor and near poor who qualified or were close to
qualifying for cash welfare. It was to have functioned much like private health insurance, with service
coverage focused on acute care needs. Over time, Federal and state actions have expanded Medicaid’s
authority, the scope of its coverage of long-term care services, and its eligibility options for beneficiar-
ies who are not “poor” by the traditional welfare-based definition. By the end of its first decade,
Medicaid had become a major source of public funding for institutional long-term care. By the end of
its third decade, it had become the major public funder of home and community long-term care serv-
ices as well.

Medicaid is likely to become an even more dominant payer for persons being served in community set-
tings in the future, because of the unique interplay of two program features. First, funding is based on
an individual entitlement concept and there are no fixed or predetermined caps on a state’s spending.
The amount spent is a function of Federal, state, and sometimes local decisions about who is eligible,
what they are eligible for, and what rates Medicaid pays for covered services to eligible beneficiaries.
Second, states have enormous flexibility under Medicaid to design and tailor their home and communi-
ty service systems.

Medicaid’s role in financing long-term care has developed in sporadic increments—often in reaction to
problems occupying center stage at a particular time. As a result of incremental policymaking com-
bined with vast variations in how states cover long-term care, the various facets of Medicaid’s financial
eligibility provisions may appear to be disjointed. In particular, there are many provisions with major
eligibility discontinuities—wherein a slight change in individuals’ personal circumstances can result
in huge differences in the kinds (and levels) of benefits they are eligible for. The purpose of this chap-
ter is to put the relevant information together in a way that is most useful to state policymakers and
advocates.
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What Services Medicaid-Eligible Persons Receive

The highlights of Medicaid service coverage alternatives listed here provide a general context for the financial
eligibility discussion of this chapter. (For full detail, see Chapters 4 and 5.)

= Once determined eligible for Medicaid, beneficiaries are entitled to the full range of Medicaid services covered

in their state, for both their acute and long-term care needs. When long-term care services are provided
through HCBS waiver programs under Section 1915(c) of the Social Security Act, or as a state plan service
through the personal care option, only people specifically determined eligible for those programs can receive
the services.

Medicaid acute care coverage (e.g., hospital, physician, or prescription drug services) can be extremely
important to persons who need long-term care services, especially if they do not have Medicare or private
health insurance to cover those expenses.

Medicaid services for children can be more extensive than Medicaid services for adults or than services typi-
cally covered under private insurers’ well-child programs.

Medicare and Medicaid cover many of the same services (e.g., hospital, physician, and home health services).
For persons eligible for both Medicare and Medicaid, Medicaid generally pays beneficiary cost-sharing for all
services covered by Medicare. Medicare beneficiaries eligible under any of their state-defined Medicaid eligi-
bility groups typically receive Medicaid coverage of Medicare cost-sharing requirements, including premiums,
deductibles, and coinsurance. They also receive Medicaid services covered by Medicaid but not Medicare.
The most notable examples are prescription drugs, more extensive coverage of mental health services and
long-term care institutional services, and personal care services, as well as home health services with a less
intense medical orientation than services covered under the Medicare home health benefit.?

States provide some long-term care services under Federal mandate. They provide others at their option,
which may be provided either to all eligibles under the state’s Medicaid plan or to selected groups under an
HCBS waiver. Under an HCBS waiver program, states can provide services not viewed as strictly medical
(e.g., homemaker or chore services and respite care).

Overview of Medicaid
Financial Eligibility

Medicaid financial eligibility is deeply rooted in
two Federally financed programs of cash assis-
tance to help support low-income individuals
and families: the former Aid to Families with De-
pendent Children (AFDC) program, which pro-
vided income support for low-income families
with children, and the Supplemental Security In-
come (SSI) program for elderly persons, blind
persons, and persons with disabilities. (In 1996,
welfare reform legislation replaced AFDC with a
new program, Temporary Assistance for Needy
Families [TANF].)

Like AFDC/TANF and SSI, Medicaid is a means-
tested entitlement. That is, anyone qualifies for
Medicaid if (a) their income and assets do not
exceed the state thresholds specific to their eligi-
bility group, and (b) they meet all other relevant
eligibility criteria.

Medicaid eligibility rules fall into two basic sets:
categorical and financial. The categorical set
defines particular categories of persons for whom
Federal law permits coverage. Persons needing
long-term care services generally fall into one of
three Medicaid categories: persons who are age 65
or older, persons who are blind, and persons with
disabilities. Medicaid criteria for determining who
is blind or has disabilities are generally the same
as they are for SSI, as established by the Social
Security Administration. To qualify in a disability
category, a person must have a long-lasting,
severe, medically determinable physical or mental
impairment. The person must also be unable to
work—defined in 2000 in part as earning less than
$700 per month (net of income-related work
expenses), a level of earning considered by regu-
lation as evidence of one’s ability to engage in
substantial gainful activity (SGA).

Anyone not meeting these criteria cannot receive
Medicaid in a disability category of eligibility,



even if they have extensive medical needs or high
medical bills. (Special exceptions—which allow
Medicaid eligibility for certain former child benefi-
ciaries of SSI disability benefits as well as for per-
sons who do not meet one or more of the usual SSI
disability criteria because they earn more than
$700 per month—are discussed later in the chap-
ter.)

Medicaid’s financial eligibility rules for persons
who are elderly or have disabilities are built on a
foundation of SSI rules. But many exceptions and
variations have been enacted over the years to
make them work better for low-income persons
needing health care but not cash assistance.

Medicaid for SSI Beneficiaries

SSI is the Federally administered program that
ensures a nationally uniform income floor for per-
sons who are elderly, who are blind, and who
have disabilities. To be eligible, both income and
assets must be low. Forty states provide Medicaid
to all individuals in any month in which they
receive an SSI payment. Of these, 33 do so auto-
matically, based on a list of SSI beneficiaries com-
piled by the Federal Social Security Administra-
tion. The other 7 require SSI beneficiaries to file a
separate application with the state for Medicaid
benefits. The remaining 11 states follow what is
known as the 209(b) exception option, described
below, which allows them to provide Medicaid to
SSI beneficiaries only if they meet the state’s criteria,
which may be more restrictive than those for SSI.

General Rule

The general income rule for SSI specifies the level
of “countable income” at or below which a person
is financially eligible for benefits. Countable
income includes cash income plus certain in-kind
goods or services a person receives in a given
month, minus certain amounts that are exempt
from the SSI benefit calculation (discussed more
fully below). In the year 2000, the maximum
monthly SSI benefit paid to persons with no other
income is $512 for an individual and $774 for a
couple. Persons with income from other sources
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Basic Medicaid Eligibility Rules

= Categorical criteria—Eligible persons must

— be age 65 or older, or

— be blind, or

— have disabilities (using the same criteria as for dis-
ability in SSI).

= Income and resources—Eligible persons must have
incomes that are low or severely reduced by medical
expenses. In addition:

— Thresholds vary by eligibility category and family
size.

— Some thresholds are established by Federal law,
some by states within broad Federal guidelines.

— Thresholds must apply statewide (except under
special waiver financial rules, which apply only if (a)
the waiver is not statewide, and (b) there is a waiver-
specified threshold).

= Legal status, residence, and eligibility redetermination—
Eligible persons must
— be a citizen or in appropriate immigration status.
— be aresident of the state or, if not, eligible under an
interstate compact.
— report changes in circumstances and have eligibili-
ty periodically redetermined by the state.

(e.g., Social Security or a pension) receive a lesser
amount—equal to the difference between the full
SSI benefit rate and the amount of their countable
income from other sources. For example, the SSI
benefit for an individual with countable income of
$500 would be only $12 per month.

The general rule defines countable resources as
cash or other property, including real property,
that (a) were acquired some time in the past, (b)
the individual has the right to access, and (c)
could be converted to cash and used to cover cur-
rent basic living needs. Individuals with up to
$2000 ($3000 for a couple) in countable resources
can qualify for SSI. SSI resource limits are often
used as the minimum base for resource eligibility
for Medicaid.

Exceptions

There are two major exceptions to the general
rule: the state 209(b) option and protection for cer-
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tain former SSI beneficiaries. (Mandatory
Medicaid protection for certain children with dis-
abilities and certain working persons with disabil-
ities is discussed later in this chapter.)

State 209(b) option

Medicaid for the “Aged, Blind, and Disabled” had
historically always been linked to receipt of cash
assistance benefits. When SSI replaced state-only
programs of aid for elderly persons and persons
with disabilities, it was expected to lead to large
increases in the numbers of SSI beneficiaries. The
209(b) option was enacted along with SSI in 1972
to enable states to avoid experiencing similarly
large increases in Medicaid enrollment and costs.

Many Medicaid eligibility rules in 209(b) follow
SSI. But states may choose, instead, to use some or
all of the more restrictive Medicaid rules in effect
in their state on January 1, 1972, shortly before SSI
was enacted. Typically these states have retained
at least some of their pre-SSI rules on countable
income or resources. Some use more stringent cri-
teria for determining blindness or disability.

To counterbalance the potential negative effects of
the 209(b) option on SSI beneficiaries, Federal
rules require 209(b) states to allow any residents
who are elderly, blind, or have disabilities—
including those with too much income for SSI—
to spend down to the state’s Medicaid income
standard if their expenses for medical and reme-
dial services so erode their income that their “net”
remaining income would be less than a standard
set by the state. This requirement creates a med-
ically needy-like program for this population,
even in states that have not chosen specifically to
cover the medically needy as an option, as in
Indiana, Missouri, and Ohio. Spend-down rules
for 209(b) are virtually identical to spend-down
rules for the medically needy (discussed below).

Medicaid protection for certain former SSI
beneficiaries

Federal law requires all states, including 209(b)
states, to provide Medicaid to former SSI benefici-
aries who would, but for increases in their Social
Security benefits, continue to be eligible for SSI.
Congress passed this provision to ensure that
Social Security increases, intended to improve

people’s lives, did not harm this group instead by
causing them to lose Medicaid as well as SSI. Most
of the individuals affected have incomes just mar-
ginally above the income levels at which they
might qualify for SSI/Medicaid combined bene-
fits. In fact, many persons who could qualify for
Medicaid under these provisions do not apply for
the program, most likely because they are not
aware of them. Improved understanding of these
protections may help increase the Medicaid

Former SSI Beneficiary Groups with
Medicaid Protection

= People who lost SSI when they received automat-
ic cost-of-living adjustments (COLAS) in Social Se-
curity (sometimes nicknamed “Pickle people” after
Congressman Pickle, one of the sponsors of the
original COLA legislation)

* Adult children with disabilites who lose SSI be-
cause they become entitled to Social Security ben-
efits based on a parent’s Social Security entitlement

< Individuals ages 60-64 who lose SSI due to receipt
of Social Security benefits for widows and widow-
ers with disabilities

enrollment of this group.

Countable Income or Resources

The concept of countable income and resources
may seem arcane but is important. Neither SSI nor
Medicaid determine eligibility by comparing a
person’s total income and resources to the dollar
thresholds that apply in the person’s eligibility
category. Rather, they count only certain types
and amounts. (This practice has a close counter-
part in income tax rules, which exempt certain
types or amounts of income from taxation and
allow certain types or amounts to be deducted
from otherwise taxable income.) For this reason,
an individual can have total income or resources
higher than the nominal eligibility limits (i.e.,
higher than $512 in total income or $2000 in total
resources for SSI) and still qualify for benefits.



SSI Rules

SSI rules reduce a person’s gross income to get
countable income in three important ways. First,
SSI disregards the first $20 of every appli-
cant/recipient’s income. Second—and of great
significance to people with disabilities who
work—SSI provides a disregard of earnings from
work, amounting to the first $65 plus one-half of
the remaining earnings amount. Third, spouses or
children with disabilities in families with other
members who are ineligible can qualify for SSI at
higher gross amounts of family income, because
SSI counts only the portion of the nondisabled
spouse’s or parent’s income that is left after SSI
subtracts amounts to cover the basic needs of
nondisabled family members. (SSI may apply sev-
eral other special-purpose reductions also.)

SSI rules reduce gross resources in determining
whether resources are below the SSI $2000/$3000
thresholds, by exempting the home (regardless of
value) and (within limits) such things as an auto,
household goods, surrender value of life insur-
ance, burial funds, and property essential to self-
support.

Medicaid Exceptions

In general, states use SSI rules in determining
what is countable income and resources for
Medicaid eligibility.® But states have the option to
liberalize their Medicaid rules of what is counta-
ble. Such disregards redefine how income or
assets are countable in such a way that the eligi-
bility limits specified in the law, while still theo-

Examples of Provisions That Can Reduce
Countable Income or Resources

= Allow more than the standard SSI income disre-
gard of $20

= Disregard more earnings from work

= Disregard all or part of certain types of resources
that are limited under SSI, for example, income-
producing property essential to self-support, burial
funds, cash value of life insurance
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retically applicable, can be greatly exceeded.

It is important to note that this state flexibility
comes with certain restrictions. First, the different
counting methods must not disadvantage anyone,
even if relatively more people would benefit than
would be disadvantaged. Second, although a state
may restrict its more liberal counting method to
eligibility groups it selects, the group(s) must be
specifically defined in Medicaid law—for exam-
ple, working persons with disabilities, the pover-
ty-related groups, or the 300 percent of SSI groups
(all of which are discussed more fully below).
Thus, states are not permitted to carve out a sub-
group of their own definition (e.g., one based on
medical diagnosis or place of residence).

Third, flexibility in counting income is highly lim-
ited for medically needy eligibility groups
(described below), because Federal law imposes a
ceiling on medically needy income levels (133 1/3
percent of the highest amount paid to an AFDC
family of the same size). States are not permitted
to exceed this ceiling, which limits opportunities
for states with medically needy income levels at or
close to the ceiling.*

While Federal rules give states broad flexibility to
expand eligibility, actual adoption of more gener-
ous alternative methods must, of course, conform
to a state’s budget considerations and political
decisions.

Eligibility Expansion Options
Including, but Not Specific to, Home
and Community Services

Certain state Medicaid options for across-the-
board eligibility expansions capture anyone who
meets the criteria, including but not limited to
persons needing long-term care services. Because
these options cannot be targeted, they involve
cost implications for states that make them
unlikely candidates for a state looking for nar-
rower home and community service expansions.
States may be encouraged to adopt these wider
options, however, for other excellent reasons.
Persons eligible under any of these options
receive the full range of acute and long-term care
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services covered under the state plan, for exam-
ple. In addition, if they meet the state’s criteria for

General Eligibility Expansion Options

< 100 percent of poverty option

— Allows states to provide full Medicaid benefits
to all elderly persons or persons with disabilities
with countable income below poverty and low
resources.

= Medically needy option

— Allows eligibility for those who would qualify
except for income.

— Higher income persons must spend down. And
states may not cover medically needy who are
elderly or have disabilities without also covering
medically needy pregnant women and children.

Two Hypothetical Spend-Down Situations

Assume the state’s medically needy income level for
an individual is $450 per month.

= For individuals with monthly countable income of
$550, the spend-down liability is $550 minus $450
(= $100), a difficult but perhaps manageable
amount for a person with very high recurring med-
ical expenses.

< For individuals with monthly countable income of
$950, spend-down liability is $950 minus $450
(= $500), a manageable amount only for those
with time-limited medical needs or those in nursing
homes who do not need income to maintain a home
and other expenses of living in the community.

HCBS waiver participation (e.g., level of care,
diagnosis, or place of residence) they can receive
waiver services.

100 Percent of Poverty Option

States have the option to raise the income level at
which any elderly person or person with disabili-
ties in the state can qualify for Medicaid as high as
100 percent of the Federal poverty level ($8350 for
one person in calendar year 2000, increasing incre-
mentally for additional family members). The

state’s eligibility limits on countable resources
must be at least as high as SSI levels ($2000 for
one, $3000 for a couple).®

It bears repeating here that what is compared to
these eligibility levels is countable (not total)
income and assets. At the very least, states must
disregard the same kinds and amounts of income
and resources that SSI disregards.

Medically Needy Option

States can cover people with too much income to
qualify in any other eligibility group under the
medically needy option. There is no specified ceil-
ing on how much income a person can have and
still potentially qualify if their medical bills are
high enough. However, a number of caveats limit
the attractiveness of the medically needy option
for higher income persons needing long-term care,
especially home and community services, relative
to the more narrowly targeted options discussed in
the next section. Caveats include the following:

* Individuals must fit into one of the Medicaid-
coverable categories—for example, be age 65
or older or meet the Social Security Act criteria
for disability. If not, they cannot qualify as
medically needy no matter how low their
incomes or how extensive their medical need.

+ At a minimum, states choosing this option
must first cover medically needy pregnant
women and children. Most states that cover
the medically needy also extend it to elderly
persons or persons with disabilities.

+ States may not restrict eligibility based on
medical condition, type of services needed, or
place of residence.

« Eligibility limits on resources are typically the
same as for SSI.°

+ States must use a single eligibility level for
income and resources for all medically needy
groups they elect to cover. In the case of income
levels, this single level may not exceed 133 1/3
percent of the state’s pre-welfare reform AFDC
payment levels. Where these are very low, the



medically needy income levels may be kept to
a level that is less than the SSI level.

* Medically needy persons with incomes above
the state’s threshold must spend down before
becoming eligible for Medicaid benefits.

This last, the spend-down requirement, can be a
major pitfall for higher income people who wish to
gualify for home and community services through
the medically needy provision. The reason is that
medically needy persons with incomes above the
state’s Medicaid income threshold must spend
down to that threshold on a periodic basis in order to
remain eligible for Medicaid funding of the servic-
es they need.” Until their spend-down limit is
reached, they are responsible for their own med-
ical expenses. There is no Federal or state require-
ment that individuals spending down actually pay
their bills. But as a practical matter, providers are
unlikely to continue serving them if they fail to pay.
Alternatively, states can offer people the oppor-
tunity to meet their spend-down obligation by pay-
ing it directly to the state in exchange for immedi-
ate coverage of all their medical expenses. In either
case, however, persons with incomes well above
the state threshold may have a spend-down lia-
bility that leaves them insufficient income to cover
all their expenses at their current living standards.

Because of these limitations, spend-down works
best for people in three kinds of situations: (a) they
have a one-time, short-term need for assistance; (b)
they are permanently in an institution and no
longer need income to maintain their former
lifestyle; or (c) their income is low enough to result
in a spend-down liability that is affordable to them.
(This is discussed further in Chapter 5.)

Eligibility Expansion Options That Can
Be Targeted to Persons Needing
Home and Community Services

This section discusses options states can use to
apply income standards that allow persons with
higher incomes to qualify—and can be targeted
more narrowly to persons needing long-term care
services in a variety of home and community
settings.
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Targetable Eligibility Expansion Options

< Provide State Supplemental Payments for special
needs.
= Apply 300 percent income rule, including:
— Miller trusts
— Post-eligibility share-of-cost obligation to eligi-
ble persons.

= Ignore income or resources of ineligible spouses
or parents.

= Extend spousal impoverishment protections.

State Supplemental Payments (SSPs) for
Special Needs

= States can supplement the basic SSI payment.

= States can pay across-the-board SSPs to all elder-
ly persons or persons with disabilities in the state,
or they can target them to persons in supported liv-
ing settings.

= States can provide Medicaid to people receiving
an SSP who are not eligible for SSI.

State Supplemental Payments

Many states supplement the basic SSI level and
pair these supplementary payments with auto-
matic Medicaid eligibility. This combination of
benefits enables beneficiaries to get the services
they need in a variety of community settings.

The maximum monthly Federal SSI benefit ($512
in 2000) is assumed to be minimally sufficient to
enable recipients to pay for a basic level of ordi-
nary living expenses (food, shelter, clothing).
Many states have elected to spend state-only,
unmatched money to supplement the basic SSI
rate in circumstances where they have determined
that rate to be insufficient to cover living expens-
es necessary for minimally adequate living stan-
dards. These state supplements are state-deter-
mined and vary widely by state.! Some individu-
als have too much income to qualify for SSI but
may qualify for an SSP benefit only. States can
elect to make such persons automatically eligible
for Medicaid, just as they can for SSI beneficiaries.



28 UNDERSTANDING MEDICAID HOME AND COMMUNITY SERVICES: A PRIMER

How a State Supplemental Payment (SSP)
Might Work

In the year 2000, the Federal SSI monthly benefit rate
is $512 for an individual. Assume a state sets its sup-
plemental benefit at $200 (making the SSP benefit
rate $712). Then,

= A person receiving Federal SSI would receive an
additional SSP amount of $200 per month.

< A person with countable income of $612—from,
say, Social Security or pension—would have $80
[$100 minus $20 disregard] too much income to
qualify for SSI, but would still qualify for a $100
SSP benefit.

Few states provide across-the-board state supple-
ments to SSI. Most target them specifically to per-
sons who are unable to live entirely independent-
ly—who do not need the high level of medically
oriented care provided in a nursing home or
ICF/MR, but who can live comfortably in settings
that provide them with some combination of non-
medical assistance and non-intensive medical or
related services. The additional income they
receive through the state supplement can be used
to pay for that additional level of service.
Automatic Medicaid eligibility for state supple-
ment beneficiaries provides an additional meas-
ure of assistance in paying for needed medical
services. States have broad flexibility with respect
to not only the level of SSP support but also the
kinds of settings to be supported, quality stan-
dards, and oversight. States can pay SSPs for as
many different types of supported living settings
as they wish.

For states that restrict SSPs to persons in support-
ed living settings, the required services vary wide-
ly. They can consist of as little as housekeeping or
general supervision, or they can extend to various
levels of assistance with ADLs. They can include
single-family homes, group homes, adult foster
care, congregate or domiciliary care, and other
settings defined by the state. (The opportunities
and limitations of SSI state supplements for per-
sons in assisted living settings are discussed in
greater detail in Chapter 5.)

As with many other Medicaid options, the option
states have to provide Medicaid to SSP beneficiar-

ies not eligible for SSI is subject to certain condi-
tions. The SSP must be based on need. And the
state must pay the SSP on a regular basis to any-
one in the supported living setting to which the
SSP applies who, but for income, would qualify
for SSI. There is no rule obligating the state to
establish such settings throughout the state. If the
particular type of living setting supported by a
state’s SSP happens to exist only in limited areas
of a state, the state is permitted to pay SSPs just to
persons in those settings.

300 Percent of SSI Income Rule

This option was originally created so that states
not wishing to cover the entire category of med-
ically needy could at least cover higher income
persons residing in a medical institution. States
electing this option may establish a special income
threshold, applicable to a person’s gross income
(all income, not just countable income), as high as
300 percent of the maximum SSI benefit. Persons
who qualify based on income must also have
resources within Medicaid eligibility limits. States
typically use the same asset limits as SSI, but they
may use more liberal Medicaid exemption rules.

When originally created, the 300 percent option
was limited to persons in institutions, because
home and community alternatives to nursing home
services were extremely limited and not much in
the public view. But when home and community
waiver services were enacted into law in 1981, the
law allowed states to make beneficiaries of these
services eligible on the same basis as persons in
institutions—thus extending the 300 percent
option to the home and community context.

The goal was laudable: to enable states to neutral-
ize incentives for a person to choose nursing home
over community services simply because of
Medicaid eligibility rules. But the effectiveness of
the 300 percent option in increasing access to
home and community services is limited by two
important factors. First, it can only be applied to
persons receiving home and community services
under a waiver program. There is no authority
allowing states to use the option to expand eligi-
bility for persons receiving such services outside a
waiver program, for example, personal care serv-



Overview of the 300 Percent Income Rule

< Allows eligibility for persons with gross incomes at
or below 300 percent of current SSI—$1536 in
2000.

< Allows states to use the option for persons residing
in a medical institution. If they do so, states can
also extend the 300 percent of income level to eli-
gibility for HCB waiver services.

< Allows states to provide HCB waiver services to
children without regard to their parents’ income or
assets and to married individuals without regard to
their spouse’s income.

= Requires states to impose a post-eligibility cost-
sharing burden (discussed further below).

= When the 300 percent rule is a state’s only option
for providing Medicaid to higher income persons in
medical institutions (i.e., the state does not have a
medically needy program), allows persons to
achieve eligibility by diverting excess income into a
Miller trust (discussed below).

ices provided under the state plan. Second, indi-
viduals eligible under this option, whether in an
institutional setting or under an HCBS waiver
program, are subject to a post-eligibility share-of-
cost obligation (described below).

Miller trusts

In states where the long-term care eligibility of
higher income persons is limited to those qualify-
ing under the 300 percent eligibility option, indi-
viduals with too much income to qualify for
Medicaid long-term care services even under the
300 percent rule may still qualify by diverting
their income into what is known as a Miller trust.
Miller trusts are not limited to persons needing
Medicaid for nursing home care or HCB waiver
services. State Medicaid agencies may choose, but
are not required, to play a role in helping establish
these trusts.

To qualify as a Miller trust, contributions must
consist solely of the individual’s funds (income
such as monthly Social Security or pension bene-
fits, but not resources) and must be used solely for
the benefit of the individual. There are no limits
on how much income can be placed in the trust.
But if amounts paid out of the trust exceed the fair
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market value of goods and services on behalf of
the individual, then the individual may be at risk
of a penalty for an uncompensated asset transfer
resulting in loss of Medicaid coverage for needed
services. Additionally, amounts paid out of the
trust count as income—whether paid directly to
the beneficiary or paid to purchase something on
their behalf (other than medical care). This “in-
come” must be under the eligibility level in the
state and is subject to post-eligibility share-of-cost
rules. Finally, the trust must specify that the state
will receive any amounts remaining after the per-
son’s death, up to the amount the state paid in
Medicaid benefits for the Miller trust owner.

Protected amounts in calculating post-eligi-
bility share-of-cost obligation (an obligation
that applies only to certain beneficiary
groups)

Persons who become eligible for Medicaid under
the 300 percent option, whether in a nursing home
or in a waiver setting, are typically expected to
pay a share of their income toward the cost of
their care, which they pay providers directly.?
This post-eligibility share-of-cost obligation can
be quite high, depending on the individual’s cir-
cumstances and the options the state has chosen.
However, unlike nursing home care, which
requires beneficiaries to contribute all but their
personal needs allowance and other amounts
described below, state waiver programs have
greater flexibility to determine how much income
a person can retain. Some states require little or no
cost sharing by waiver beneficiaries. As with the
medically needy spend-down provision, Federal
rules do not require the individual to actually pay
the share-of-cost amount. But care providers can
ensure payment through their usual bill collection
activities.

The share-of-cost calculation is made by subtract-
ing from total income certain amounts that are
protected for the individual’s personal use. The
remaining income is the individual’s share-of-cost
obligation. The Medicaid program reduces the
amount it pays for Medicaid services by the
amount the individual is expected to pay. Pro-
tected amounts include:

«  Amounts to cover basic needs.
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States must allow persons in nursing facilities
and ICFs/MR to keep a minimum of $30 per
month to cover personal needs. States also
have the option to establish a higher amount
across the board, or to establish higher
amounts for reasonable classifications, for
example, for persons receiving income from
sheltered workshops.

The small size of the personal needs allowance
for individuals in an institutional setting is
because the institution provides for most of
the individual’s basic living needs, and
receives Medicaid payment for these services
as part of the nursing home’s per diem pay-
ment rate. States establish higher allowance
amounts for persons eligible under the 300
percent rule in HCBS waiver programs,
because waiver participants must cover their
living expenses out of pocket. A state can set
the allowances for this group equal to the
income eligibility thresholds that apply to
other Medicaid eligibility groups in the state
(e.g., at the SSI or medically needy income lev-
els). The most generous HCBS waiver pro-
grams allow eligible individuals to retain all
their income for personal use, thereby effec-
tively eliminating any beneficiary liability for
a share of cost and making Medicaid pay the
entire cost of covered services. State decisions
depend in part on budget concerns, because
the less beneficiaries spend as share-of-cost
transfers, the more the state must contribute.

* Allowance for a spouse or other dependents.

States must deduct income to provide for a
spouse of an individual in a medical institu-
tion. The amounts protected for spouses of
institutionalized persons are governed by the
rules designed to protect against spousal
impoverishment (discussed in the next sec-
tion). States must also provide for the needs of
spouses of persons eligible for HCB waiver
services under the 300 percent eligibility
option. At a minimum, Federal regulations
require states to establish what they determine
to be a reasonable amount. But Federal law
gives states the option to be more generous to
these waiver spouses by applying spousal
impoverishment rules.

* Home maintenance allowance (at state option).

Persons eligible under the 300 percent option
can retain an additional amount for up to six
months if needed for maintenance of a home.
In the case of institutionalized persons, this
allowance is limited to those who can reason-
ably be expected to return to their homes.

«  Amounts to cover other medical expenses.

States must allow nursing home, ICF/MR,
and HCBS waiver beneficiaries to retain
enough income to pay for additional medical
costs they incur that are not paid for by
Medicare, Medicaid, or any other payer.

To Deem or Not to Deem—2Defining the
Income and Resources of a Beneficiary’s
“Household”

Currently, states typically follow Federal SSI rules
on whether or not to count (deem) income/
resources of a spouse or parent in determining a
person’s financial eligibility. These rules impart a
substantial institutional bias by ignoring the
income/resources of spouses or parents when
assessing eligibility if a person is living in an insti-
tution, but counting them when the person need-
ing long-term care services lives at home.*

These different deeming rules make it much more
likely that a person will meet Medicaid’s financial
eligibility test if they live in an institution than
if they live at home. Thus, families considering
how to get long-term care services for a spouse or
child with disabilities may find that these deem-
ing rules leave no realistic alternative to institu-
tionalization.

States can overcome this institutional bias by
choosing not to deem the income/resources of
spouses or parents available to persons eligible
under an HCBS waiver program. Doing so pro-
vides access to home and community services
on the same financial basis as long-term care serv-
ices provided in an institutional setting. It is impor-
tant to emphasize that the option not to deem does not
extend to persons living and receiving long-term care
services outside the waiver context, except with
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Examples of Spousal Income Protection

Assume the minimum protection allowance ($1406) applies.

Example 1:

Beneficiary’s income

Spouse’s income

Beneficiary income protected for spouse
Beneficiary income for share-of-cost calculation

Example 2:

Beneficiary’s income

Spouse’s income

Beneficiary income protected for spouse
Beneficiary income for share-of-cost calculation

Example 3:

Beneficiary’s income

Spouse’s income

Beneficiary income protected for spouse
Beneficiary income for share-of-cost calculation

$2000
None
$1406
$594 ($2000 — $1406)

$2000
$1000
$406 ($1406 — $1000)
$1594 ($2000 — $406)

$2000
$2000
None

$2000

respect to children in those states that have elect-
ed the Katie Beckett or TEFRA option.*

Spousal Impoverishment

In 1988, Congress mandated that states allow mar-
ried couples separated by the institutionalization
of one spouse to protect a certain amount of assets
and income for the non-institutionalized spouse.
This mandate applies regardless of how the insti-
tutionalized person establishes eligibility. Prior to
this law, states protected no assets, and the
amounts of income they protected for the support
of the at-home spouse were at welfare-like lev-
els—a devastating event for middle-class couples
facing, perhaps for the first time in their lives, a
need for public assistance because of the high cost
of nursing home care.

Spousal impoverishment protection is available
under two circumstances: (a) residence in a nurs-
ing facility or (b) residence in the community
under an HCBS waiver program. The waiver
option enables states to level the playing field by
protecting spousal income/assets for waiver par-
ticipants to the same extent as they do for spouses
of Medicaid residents in institutions.

How spousal impoverishment protection works is
described here for states that wish to use it for
home and community service beneficiaries under
an HCBS waiver program. There are two deci-
sions states make within the Federal limits: (a)
how much income to protect and (b) what amount
of assets (resources) to protect.

Income protection

Income is protected for the spouse after the person
needing long-term care has been determined eligi-
ble for Medicaid. The minimum monthly protect-
ed spousal income amount is $1406 in the year
beginning July 2000. Additional amounts, up to a
maximum of $2103, are protected if the spouse has
unusually high housing costs or if the state has
chosen to protect more than the minimum amount
for all spouses. If income belonging to the spouse
is less than the protected level, the Medicaid ben-
eficiary can transfer his or her own income to the
spouse to make up the shortfall. States count any
remaining income of the Medicaid beneficiary,
less the allowance for the spouse, in calculating
the share of the Medicaid service costs the benefi-
ciary is responsible for.

Resource protection
The resource amount protected for the spouse is
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Examples of Spousal Resource Protection

The non-Medicaid spouse in a couple with combined total assets of $16,824 or less is allowed to keep the
entire amount and the institutional spouse meets the assets eligibility criterion without delay.

In a state using the Federal minimum level, couples with total countable assets of $100,000 will have $50,000
protected for the at-home spouse. The remaining $50,000 is attributed to the institutionalized spouse, mak-
ing that person ineligible for Medicaid until $48,000 is used up (assuming the applicable Medicaid resource
eligibility level is the typical $2000).

In a state electing a higher minimum protected amount of, say, $75,000, couples with combined countable
assets of $100,000 will have $75,000 protected for the non-Medicaid spouse. The remaining $25,000 is attrib-
uted to the institutionalized spouse, making that person ineligible until $23,000 is used up (again assuming
the typical $2000 as the applicable Medicaid resource eligibility level).

In a state protecting the highest amount allowed ($84,120), a spouse in a couple with total assets of $84,000

would keep the entire amount.

determined as part of the process of determining
the Medicaid eligibility of the person needing
services. Countable resources belonging to either
or both members of the couple are combined and
divided in half. The amount actually protected for
the spouse is either that half or the level the state
has chosen to protect, whichever is higher, subject
to a Federal minimum (at and below which the
entire amount is protected) and maximum,
$16,824 and $84,120, respectively, as of January
2000. States have the option of setting a higher
minimum level but cannot exceed the Federal
maximum.

Any resources not protected for the spouse are
considered available to the person needing care,
who is not eligible until such resources are within
Medicaid eligibility limits.

Minimum and maximum amounts of both income
and resources increase every year based on the
cost-of-living increase as published by the
Department of Health and Human Services. In
addition, Federal law requires states to have
administrative and judicial procedures in place
that allow petitioners to seek higher protected
amounts of the spouse’s assets. For example, the
spouse can petition for higher protected assets if
the income those assets produce is needed for that
person’s reasonable living expenses.

Provisions Specific to Children

with Disabilities
Two eligibility provisions—one mandatory, the
other at states’ option—were enacted specifically
to serve children with disabilities. The mandatory
provision relates to children—sometimes called
Zebley kids—rendered no longer eligible by a
1996 change in the SSI definition of disability for
children. The Zebley designation comes from a
court case, upheld by the Supreme Court, contest-
ing the 1996 change.®* The optional provision—
sometimes called the Katie Beckett or TEFRA
option—allows for eligibility for a child with
severe disabilities living at home, regardless of the
financial circumstances of the child’s parents.

Zebley Children

The welfare reform legislation of 1996 made it
more difficult for children to qualify as disabled
SSI beneficiaries by changing the definition of
disability for children. The major impact of this
change has been on children with mental disor-
ders. In 1997, a new Federal requirement was
enacted protecting Medicaid eligibility for former
child beneficiaries of SSI who lost it due to this
definitional change. This protection is retroactive
to the original SSI change in 1996. It cannot pro-
duce actual eligibility changes, however, unless
both state and family follow through and take
all necessary administrative steps to get the
child enrolled specifically in the state’s Medicaid
program. It is important to note that children
who apply for SSI for the first time, and are found



ineligible for it might still qualify for Medicaid or
for the Children’s Health Insurance Program
(CHIP) in their states, based on the family’s
income.

Katie Beckett Option

The Katie Beckett or TEFRA option, enacted per-
manently into law in 1982, enables states to pro-
vide Medicaid to certain children with disabilities
living at home who need extensive care but who
would, without the option, be unable to qualify
because their parents’ income or resource levels
put them above the financial eligibility cutoff.

Before this option became available, children with
disabilities were typically eligible for SSI and,
thus, Medicaid only if they lived in institutional
settings. This was because of deeming rules simi-
lar to those discussed above. Most state Medicaid
programs followed SSI deeming rules on how
income and resources are counted. Under these
rules, institutionalized children were not consid-
ered part of their parents’ households. Parental
income and assets were therefore ignored, regard-
less of their magnitude. But children living with
their parents were considered part of the parental
household, making parental income and assets
deemed available to the children, and substantial-
ly reducing the likelihood that children with dis-
abilities would be eligible for Medicaid services,
no matter how great the children’s service needs
might have been. This arrangement made it possi-
ble for children with disabilities in non-poor fam-
ilies to get Medicaid for institutional care but not
for equivalent care provided at home.

The TEFRA option, which was enacted to create
equity between the two settings in financial eligi-
bility, is limited in the following ways. First, home
care for the child must be appropriate. Second, the
estimated cost of community services for the child
may not exceed the cost of institutional care.
Third, the child must require the level of care nor-
mally provided in an institution, making the
TEFRA option unavailable for children whose dis-
abilities do not require this level of care. In states
that use the TEFRA option parents may choose
either institutional or community care for their
Medicaid-eligible children, subject to the above
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requirements.

States need to consider the following points when
choosing between the TEFRA option and the
HCBS waiver option for covering children with
disabilities. First, states may not impose enroll-
ment caps under the TEFRA option, as they can
under the HCBS waiver option. If elected, the
TEFRA option must be open to anyone who qual-
ifies anywhere in the state. Second, states must
provide to children eligible under both the TEFRA
option and the HCBS waiver option the same
EPSDT benefits provided to all other Medicaid
children in the state. However, the HCBS option
allows states to offer additional services of a non-
medical nature. Finally, states may impose a
share-of-cost obligation on children in an HCBS
waiver program but not on children eligible under
the TEFRA option.

Reducing Financial Barriers to
Employment for Persons with
Disabilities

Any benefit program that uses an income cutoff to
determine eligibility contains a powerful disin-
centive for beneficiaries to work, if the earnings
from that work would put them above the finan-
cial eligibility level for benefits. To the extent that
Medicaid coverage is needed in order to live, the

problem becomes an absolute barrier to employ-
ment rather than simply a “disincentive.”

In order to preserve the incentive for persons with
disabilities to work to their maximum without
fear that doing so will cause them to lose their
medical coverage, Federal law mandates states to
disregard certain earnings amounts in determin-
ing eligibility for Medicaid. States have additional
options to protect the earnings of people with dis-
abilities who have higher earning potential.

Federal Provisions*

Since 1982, SSI and Medicaid have been provided
for certain SSI disability beneficiaries who succeed
in work and earn more than what is termed the
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Substantial Gainful Activity (SGA) amount of
$700 per month.*® Such an individual will contin-
ue to receive an SSI benefit and Medicaid the same
as any other SSI recipient in their state, provided
their countable income is within SSI qualifying
limits.** Individuals with earnings up to about
$1100 per month are typically able to qualify
under this provision while still receiving SSI cash
benefits.

Former SSI beneficiaries with even higher earn-
ings may continue to qualify for Medicaid,
although they earn too much for SSI, as long as
their earnings are below a state-specific level that
is roughly equivalent to the value of the total SSI
and Medicaid benefits they would receive if they
did not work.?” The Medicaid component of this
amount is the average amount spent by Medicaid
for beneficiaries with disabilities in the relevant
state. States must provide Medicaid to individuals
with earnings above even this level, if they can
show that their medical expenses are higher than
the state average used for the cutoff calculation.
SSA administers both provisions, not states.

Little use was made of these protections at first
because they were not widely understood. Thus,
the number of working persons with disabilities
whose earnings were protected in this manner in
1982, the first full year of implementation, was just
under 6000. By September 1999, however, the num-
ber had risen to nearly 100,000.:

State Options

Advocates for persons with disabilities argue that
use of the work incentive provisions has not
grown even more rapidly for several reasons.
First, there is an absolute cap on income for eligi-
bility for every case (although the cap amount
varies from individual to individual). Thus, how-
ever high that limit may be, there is an absolute
drop-off point at which increased additional earn-
ing will result in losing Medicaid eligibility.
Second, low limits on resources or assets mean
that working persons with disabilities are also
unable to increase their savings without jeopard-
izing their Medicaid eligibility. Third, receipt of
SSI benefits was the gateway to receipt of medical
assistance, thus making work a less viable option

than dependence on public programs.

Finally, eligibility under these provisions ends if
the individuals’ conditions improve and they no
longer meet the SSI disability criteria, even though
they may still need long-term services and sup-
ports to continue to work. Congress recently
addressed some of these Medicaid access prob-
lems with laws enacted in 1997 and in 1999.%

The 1997 provision allows states the option of
expanding eligibility for persons with disabilities
who have countable income from all sources up to
250 percent of the Federal poverty level—$20,875
for an individual, $42,625 for a family of four in
the year 2000. These individuals need not ever
have received SSI but they must, except for the
level of their earnings from work, qualify for SSI.

More generously, the 1999 provision gives states
the option to cover individuals with disabilities
who now work without regard to their earnings
from work and to raise or even eliminate eligibili-
ty limits on income from other sources or limits on
assets.

States that have elected this option can also elect to
continue coverage for persons eligible under that
option whose disability remains severe—but
whose medical condition has improved to a point
that they no longer meet the usual Medicaid eligi-
bility criteria defining disability.

A state has the option to impose a monthly pre-
mium or other cost-sharing obligations for their
Medicaid benefits on these higher income persons
on a sliding scale based on income. However,
states choosing the 1999 option are required to
charge 100 percent of the premium for those with
more than annual adjusted gross income (AGI as
defined for Federal income tax purposes) of
$75,000.2 The premium payment features have
given rise to the term “buy-in” to describe these
options.

The state, not the Social Security Administration
(SSA), makes the eligibility determination for
these state work incentive options.®



Asset/Resource Transfers:
Permissions and Penalties?

Federal law imposes a penalty on persons who
give away savings or transfer ownership of their
assets for less than fair market value (termed
uncompensated transfers) and who, in so doing,
make their assets appear low enough to meet
Medicaid’s eligibility limits. States must apply
this penalty to persons seeking Medicaid coverage
for nursing homes, other medical institutions, and
HCB waiver services under institutional eligibility
rules. States have the option of applying the
penalty to all persons living in the community.

The purpose is the obvious one of denying bene-
fits to persons who could, in fact, afford to pay for
those benefits with their own assets. These
Medicaid rules apply to all eligibility groups in all
states.? But individuals seeking Medicaid for pay-
ment of long-term care services, and those who
work to assist them, particularly need to be aware
of these rules, because the structure of the penalty
makes its effects fall most heavily on such benefi-
ciaries and their spouses, children, or survivors.

Structure of the Penalty

Both SSI and Medicaid deny benefits for persons
making uncompensated asset transfers. The nature
and effective duration of the penalty, however, dif-
fer between the two programs.? The following dis-
cussion relates to the Medicaid provisions.®

The general Medicaid rule is that states must
determine whether an applicant, beneficiary, or
someone acting on their behalf transferred assets
(including the home) at any time during the 36
months prior to applying for Medicaid.® If the
person did not receive fair market compensation,
then states presume the transfer was made for the
purpose of meeting Medicaid resource eligibility
thresholds and qualifying for benefits. States are
required to have procedures in place that allow
applicants to rebut that presumption.

Permissible Transfers

Certain transfers can be made without penalty:
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+ Transfers made to a spouse or a third party for
the spouse’s benefit.

» Transfers of a home to a minor child or child
with disabilities, or siblings or adult children
who have lived in the home before the benefi-
ciary was admitted to an institution or the
waiver program, and who meet certain other
conditions.”

* Transfers by Medicaid applicants/recipients
to their blind children or children with dis-
abilities or to a trust for those children’s bene-
fit.

» Assets transferred into a trust solely for the
benefit of a person under age 65 with a dis-
ability. Eligible trusts include:

— Special needs trusts (unused portions must
revert to the state on the death of the indi-
vidual, up to the total Medicaid amount
spent on the individual’s behalf)

— Pooled trusts established by a nonprofit
association that manages multiple accounts
(same rule on unused portions).

These trusts are not counted in Medicaid’s re-
source eligibility determination.

When a state has determined that an impermissi-
ble transfer has taken place, it must deny coverage
for long-term care services in an institution or HCB
waiver services. Coverage may also be denied at
state option for such non-institutional long-term
care services as home health or personal care pro-
vided outside the waiver context. Note: Such penal-
ties do not affect the person’s eligibility to receive any
other services under the state’s Medicaid plan.

The duration of the penalty is calculated by
dividing the uncompensated value of the trans-
ferred assets by the monthly cost of care in a pri-
vate nursing facility. The same formula is used
for persons applying for HCB waiver services.
Several rules reduce the practical effects of the
penalty:

¢ The penalty period begins the month the
transfer occurred, even if the transfer was



36 UNDERSTANDING MEDICAID HOME AND COMMUNITY SERVICES: A PRIMER

Effect of Transfer on Benefit Loss: Example

$20,000 is withdrawn from savings and received by an
adult child.

The transfer occurs in January.
Monthly cost of nursing facility services is $4,000.

This makes the penalty period five months ($20,000
divided by $4,000).

The penalty period begins in January; it therefore ends
in June.

The penalty period is the same, whether or not the per-
son uses services and whether the needs are institu-
tional or less costly community services.

On the assumption that all other Medicaid eligibility cri-
teria are met, a person who applies in January is eligi-
ble for all services except for the long-term care servic-
es. A person who waits to apply in July can receive all
Medicaid services immediately, because the penalty
period has already expired.

made many months before the individual
applies for Medicaid. Thus, a transfer will
have no practical effect if it was modest and
occurred relatively early in the look-back peri-
od before the individual applies for Medicaid.

» States calculate the duration of the penalty
based on nursing facility rates—whether the
person who has transferred assets is actually
in a nursing home or seeking home and com-
munity care—even though the monthly cost of
services in the community is likely to be sub-
stantially lower.

* The penalty calculation is the same regardless
of (a) whether the person was living at home
or in a facility at the time of transfer and (b)
whether the person was actually using or pay-
ing for services.

+ States must make exceptions in cases of undue
hardship.

Estate Recoveries

Federal law requires all states to recover assets
from the estates of two groups of Medicaid bene-

ficiaries after their deaths: those who were age 55
or older when they received Medicaid benefits,
and those who received Medicaid nursing facility
or ICF/MR benefits regardless of age. At a mini-
mum, states must use the same definition of estate
that is used for probate law in that state. They are
permitted to use a broader, state-established defi-
nition that captures additional assets. States are
mandated to recover any amounts they have paid
on the individual’s behalf for long-term care serv-
ices (whether facility care under the state plan or
home and community care under waiver), as well
as any hospital costs and prescription drug bene-
fits related to the condition requiring long-term
care services. They also have the option of recov-
ering all amounts spent on Medicaid benefits. But
state recovery actions must be delayed if there is a
surviving spouse or, in certain cases, a child or
sibling living in the home. And states have the
option of not recovering at all in the case of very
small estates, if the cost of doing so is likely to
exceed the amount that can be recovered.

Endnotes
1. The sole author of this chapter is Letty Carpenter.

2. Additional information about the Medicare program
can be obtained from the Medicare Handbook (avail-
able at www.hcfa.gov).

3. Section 1902(r)(2) of the Social Security Act.

4. This limitation applies only to income and only to
certain optional eligibility groups. There are no such
limits on using 1902(r)(2) to liberalize rules for
resources.

5. As described above, under Section 1902(r)(2) of the
Act, a state can elect to disregard more generous
amounts.

6. States can use higher levels or additional disregards
under the 1902(r)(2) exception described above.

7. Typically this is every month. In some states it is
every six months. But in the latter case the person must
be able to spend-down an amount that equals six times
their monthly “excess” income before becoming eligible.

8. State-by-state information concerning supplements
for SSI beneficiaries may be found in State Assistance
Programs for SSI Recipients: January 1999. (July 1999)
Social Security Administration, Office of Policy, Office
of Research, Evaluation, and Statistics. Available at the



SSI website (www.ssa.gov).
9. Under Section 1902(r)(2), described above.

10. Post-eligibility share-of-cost rules also apply to per-
sons in ICFs/MR, long-term hospitals, and other med-
ical institutions, regardless of eligibility category.
Persons who become eligible by meeting a medically
needy spend-down obligation also face an additional
post-eligibility share-of-cost obligation based on their
remaining income.

11. This differential treatment comes about because SSI
treats persons living in an institution as a separate
household and eligibility unit than their family mem-
bers. The 209(b) states are exceptions in that they contin-
ue to deem, even for persons who live in institutions.

12. Tax Equity and Fiscal Responsibility Act (TEFRA)
of 1982.

13. The U.S. Supreme Court decision was Sullivan v.
Zebley, 493 U.S. 521 (1990). The decision became moot
in 1997, when Section 4913 of the Balanced Budget Act
of 1996 (P.L. 105-33) restored Medicaid to the children
who had lost out under SSI's earlier definitional
change.

14. Sections 1619 and, equivalently, 1905(q) of the
Social Security Act.

15. The Social Security Administration has published a
proposed rule to adjust the SGA level automatically
each year for individuals with impairments other than
blindness. The adjustments would be based on any
increase in the national average wage index. SSA hopes
to publish the final rules in time for them to become
effective in January 2001.

16. The provision, which originated as a demonstration
in 1980, was fully implemented in 1982 but not made
permanent until 1986 in Section 1619(a) of the Act.

17. Section 1619(b).

18. Numbers from “Quarterly Report on SSI Disabled
Workers and Work Incentive Provisions,” (September
1999) Social Security Administration, Office of Re-
search, Evaluation, and Statistics.

19. The 1997 provision is in Section 4733 of the
Balanced Budget Act of 1997 (P.L. 105-33). The 1999
provision is in Section 201 of the Ticket to Work and
Work Incentives Improvement Act of 1999 (P.L. 106-
170).

20. States are not permitted to use Section 1902(r)(2),
described above, as a way to get to a higher effective
income level at which full premiums are charged.

21. Additional information on the Medicaid Buy-Ins
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may be obtained from the HCFA website devoted to
the Ticket to Work and Work Disincentive Act
(TWWDA).

22. The terms “assets” and “resources” are used inter-
changeably here. Medicaid law on transfers refers to
“assets” (which may include income), while “re-
sources” is the more generally used eligibility term
(which does not include income).

23. This includes 209(b) states.

24. If the Social Security Administration finds a person
ineligible for SSI because of a transfer of resources, that
person still has the right to apply for Medicaid through
their state and, because of the differences in how the
penalty period is calculated, is likely to qualify with a
shorter penalty period.

25. The penalty for resource transfers in SSI, recently
enacted in P.L. 106-169, is a loss of SSI benefits for a
period of time. If the Social Security Administration
finds that resources were transferred for less than fair
market value in the 36 months prior to application,
then a penalty period begins in the month the transfer
occurred. The duration in months is calculated by
dividing the amount transferred by the maximum
monthly cash benefit otherwise payable.

26. The period is 60 months if assets were transferred
into or out of certain trusts.

27. Social Security Act, Section 1917(c) (2) (iii) and (iv).
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CHAPTER 3

Health and Functional Criteria
for Service Eligibility*

In addition to general coverage criteria required by Federal Medicaid law, states set health and
functional criteria to determine who in the large group that is financially eligible will receive home
and community services in specific programs. For every Medicaid service, states have to answer
two basic questions: (a) how to define medical necessity and (b) how to manage overall utilization.
This chapter discusses health and functional criteria for service eligibility with respect to three
major Medicaid service categories: the mandatory home health benefit, the personal care option,
and HCBS waiver programs.

Introduction

Federal law and regulation specify the general eligibility and coverage requirements for mandatory and
optional Medicaid home and community services. States are permitted to use additional service criteria
to specify who, within the general eligibility group, will receive services. States use a number of differ-
ent terms to describe these criteria: health and functional criteria, level-of-care criteria, targeting criteria,
and service criteria. These terms are basically interchangeable. This Primer uses the term service criteria.
How free states are in setting these service eligibility criteria depends on whether the service is Federally
mandated or a state option and, if optional, whether it is offered under the state Medicaid plan or
through a waiver program.

Service criteria generally include measures of functioning, which are typically defined in terms of every-
day activities an individual is unable to perform without assistance because of physical or mental
impairment. Such activities can include what are termed Activities of Daily Living (ADLs) and Instru-
mental Activities of Daily Living (IADLs). ADLs include eating, bathing, dressing, toileting, transferring
from bed to chair, and maintaining continence. IADLs are tasks that require higher cognitive function-
ing than ADLs, and include activities such as light housework, laundry, meal preparation, transporta-
tion, grocery shopping, using the telephone, medication management, and money management.?While
IADL performance requires higher cognitive functioning than does ADL performance, assistants who
provide help with most IADLs (e.g., shopping, housekeeping) will generally need less training than
assistants who provide help with ADLs. This is particularly true when assistance with an ADL requires
activities covered by Nurse Practice Acts (e.g., catheterization).?

For Federally mandated services (e.g., home health), states may set only two types of service criteria.
They may make service eligibility criteria based on medical necessity and they may impose controls on
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Federal Coverage and Eligibility Requirements
for Medicaid Home Health Services

Examples given by the Office of General Counsel of
questions that could be relevant in determining med-
ical necessity

“1. Relation to medical condition: is the service
required to identify, diagnose, treat, correct, cure,
ameliorate, palliate, or prevent a disease, illness,
injury, disability, or other medical condition, includ-
ing pregnancy, or is the service required to assist
the recipient in activities of daily living?

2. Medical reason for treatment: is the service provided
for medical reasons rather than primarily for the con-
venience of the recipient, caregiver, or provider?

3. Clinical appropriateness: is the service consistent (in
terms of amount, scope, and duration) with general-
ly accepted standards of good medical practice?

4. Medical need for choice among alternate settings:
is the service affording treatment generally provid-
ed to similarly situated individuals in the setting, or
is there an alternate available setting where, under
generally accepted standards of good medical
practice, the same service may be safely and effec-
tively provided? In other words, is there a medical
need for the service to be provided in a particular
setting, such as the home, as opposed to another
covered Medicaid service provided in another read-
ily available setting?” Of course, these questions
would not apply where the ADA or Medicaid require
that the beneficiary have a choice among alternate
settings.

utilization. Both these criteria in fact allow consid-
erable leeway, because they are not defined fur-
ther in Federal law or regulation. The medical
necessity limitation is often interpreted as requir-
ing preauthorization—namely, authorization by a
medical professional before the service begins—
but these services do not have to be medical servic-
es (see further below).

Controlling utilization is typically understood to
mean placing limits on either the number of times
a service may be provided, or the period over
which it can be provided, for a given condition.*

Optional benefits provided under a state’s Medi-
caid plan (e.g., personal care services) carry no
Federal statutory or regulatory provisions regard-

ing the type or level of impairment a person
should have to receive benefits. The only Federal
rule is that the state must make the service equal-
ly available to all recipients who satisfy the serv-
ice criteria that have been set. Within the parame-
ters of the Federal definition of personal care serv-
ices, for example, states are permitted to choose
the measures they use to assess need, and the par-
ticular level and/or combination of needs a per-
son must have. For example, one state may re-
quire a person to have 2 out of 5 impairments in
ADLs. Another might require a person to have 3
out of 12 impairments in ADLs and IADLs. This
freedom has resulted in considerable variation in
states’ personal care service criteria.

Designing Medicaid service criteria can be a major
challenge for states, because competing policy
objectives are involved. On the one hand, states
want to ensure that service criteria identify all
individuals who have legitimate needs for assis-
tance. On the other hand, states must operate their
Medicaid programs within financial constraints
set by their state budgets. Since the number of
people served is a major determinant of total pro-
gram costs (the other being cost of the service),
setting service criteria is a fundamental compo-
nent of state financial decision making.

The complications implied by the tradeoff between
coverage and costs can arise through unintended
effects on other parts of the long-term care system.
Take, for example, the issue of setting service cri-
teria for nursing home admission. Since long-term
care services delivered in an institutional context
are extremely expensive, a state may wish to
require applicants to meet stringent criteria of
medical need or have a severe level of functional
limitation. Supporting home and community serv-
ices through an HCBS waiver program can be con-
siderably less expensive. But Federal law requires
that the service criteria a state sets for HCBS waiv-
er applicants be the same as those applied to nurs-
ing home applicants. Stringent institutional crite-
ria can be an obstacle to serving people in HCBS
waivers, because some people who meet the crite-
ria may be too impaired to be cared for safely and
cost-effectively in the community unless they have
extensive informal help. Very stringent service cri-
teria may also result in premature institutionaliza-
tion, if informal care networks “burn out” because



Health and Functional Criteria for Service Eligibility 43

Federal Coverage and Eligibility Requirements for Medicaid Home Health Services

The mandatory home health services are: (a) nursing services provided on a part-time or intermittent basis by a
home health agency that meets requirements for participation in Medicare; (b) home health aide services provid-
ed by a home health agency that meets requirements for participation in Medicare; and (c) medical supplies,
equipment, and appliances suitable for use in the home. The optional home health services are physical therapy,
occupational therapy, and speech pathology and audiology services.

= All services offered under the home health benefit are mandatory for all Medicaid beneficiaries entitled to nurs-
ing facility services under a state plan. This includes (a) categorically eligible persons age 21 and over, (b) per-
sons under age 21 if the state plan provides nursing facility services for them, and (c) medically needy persons
if the state plan provides nursing facility services for them.

= Services must be ordered by a physician as part of a written plan of care that the physician reviews every 60

days.®

= Services must be provided at the recipient’s place of residence, which does not include a hospital, nursing facil-

ity, or ICF/MR.

= Eligibility of beneficiaries to receive home health services does not depend on their need for, or discharge from,

institutional care.

= States may place coverage limits on home health services if the limits are based on considerations related to

medical necessity or utilization control.

paid assistance is not available until a person is
severely impaired.

Alternatively, states may decide they would
rather serve more people and control utilization
(and therefore costs) by limiting the amount of
services provided. The problem here is that the
more restrictions the state imposes on the amount,
scope, and duration of services, the more likely it
is that people with significant needs will be inad-
equately served in the community and end up in
an institution—with substantially increased costs
to the state.

There is no “correct” decision regarding service
criteria. An approach that is appropriate in one
state may not work in another. Each approach has
tradeoffs and, as with most Medicaid decisions,
each state’s tradeoffs will vary depending on its
unique service system. This underscores the need
to make decisions about service criteria within the
broader context of a state’s long-term care sys-
tem—uwhich includes both institutional and home
and community services and, with respect to the
latter, several alternative funding streams.

States use various approaches to ensure that the
service criteria for each program within its long-
term care system not only match the policy goals

for that program but also fit into the larger system.
Several states achieve the combination of goals by
using an assessment process that starts with an
eligibility determination for the highest level of
need—nursing facility/waiver services. If appli-
cants do not meet the nursing facility level-of-care
criteria, they are then considered in succession for
other long-term care programs that have progres-
sively lower need requirements. The waiver pro-
gram may require three ADL limitations, for
example, but the state-funded personal care pro-
gram may require only two.

The remainder of this chapter provides information
about Federal provisions related to the selection of
service criteria for three home and community ben-
efits: home health services, personal care state plan
services, and waiver services. These three benefits
account for the vast majority of Medicaid spending
on home and community services. While similar
services may be covered by all three benefits (e.g.,
assistance with ADLS), the three benefits differ in
major respects. First, and most importantly, home
health services are mandatory; the other two are
optional. Second, home health services require
physician authorization; the other two do not.
Third, waiver beneficiaries have to meet institu-
tional level-of-care criteria; home health and per-
sonal care beneficiaries do not.
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Home Health Services

Home health services are a mandatory benefit for
all individuals entitled to nursing facility care
under a state’s plan.

To receive home health services, Federal regula-
tions specify that the services must be ordered by
a physician as part of a written plan of care.
Beyond this authorization procedure and the gen-
eral requirement that services be medically neces-
sary, a person is required to meet no additional
Federal requirements in order to receive home
health services.

Misperceptions

Misperceptions are common, however, that addi-
tional Federal requirements do further restrict
who may receive home health services. First,
many assume that individuals must be eligible for
nursing facility care in order to receive home
health services (i.e., that they must meet a state’s
nursing facility level-of-care criteria). This misun-
derstanding has most likely arisen because people
have misinterpreted the word entitled to nursing
facility care to mean eligible for nursing facility
care. The Federal requirement specifies only the
minimum coverage group and does not require
that the individual meet a nursing facility level of
care (i.e., be eligible). Second, it is widely but
incorrectly believed that states must use Federal
eligibility requirements for the Medicare home
health benefit to determine eligibility for
Medicaid home health services.® In particular,
many incorrectly believe that to be eligible for
Medicaid home health services, a person must
meet the Medicare requirements of being home-
bound and in need of skilled services.

In fact, states may not limit Medicaid home health
services to individuals who require skilled servic-
es as defined by Medicare (i.e., skilled nursing and
therapy services).’

Additionally, while Federal regulations state that
home health services must be provided in the
home, there is no requirement that the beneficiary
be homebound. Indeed, as a recent letter from
HCFA to State Medicaid Directors clarifies, a

homebound requirement violates Medicaid com-
parability requirements.® (See Appendix Il for the
complete text of this letter.)

Medicaid home health services must be provided
by Medicare-certified home health agencies. This
requirement does not create a linkage between the
two programs, however. Federal Medicaid policy
permits states to provide home health services to
persons with a wider range of needs than is possi-
ble through the Medicare program.

Ways to Address Cost Concerns

States can address cost concerns without using the
impermissible homebound criterion. For example,
instead of using a blanket homebound require-
ment, a state may set limitations based on medical
necessity, which take account of beneficiaries’
unigue needs (consistent with the Office of
General Counsel examples quoted earlier in this
chapter). Colorado’s home health regulations pro-
vide a good example of how the provision of
home health services can be limited to appropriate
situations without instituting a homebound
requirement (see box).

States can also control costs for the home health
benefit by limiting the amount, scope, and dura-
tion of home health benefits—as long as all servic-
es in the state plan category are sufficient to meet
the needs of most persons who need the services.
For example, some states limit the number of
home health visits to no more than one visit per
day, combined with exceptions based on preau-
thorization. Others require preauthorization for
additional visits or for more than four hours of
service per day. And some states have blanket
preauthorization requirements to ensure appropri-
ateness.

For states that have capitated Medicaid health
care benefits, and have provided contracts to pri-
vate managed care organizations to provide those
benefits, the extent of the home health benefit
needs to be specified with particular care. The sit-
uation in Tennessee, where recent reductions in
capitated home health benefits have resulted in a
lawsuit, provides a good example of the issues
raised. Prior to capitation of the home health ben-
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Colorado’s Coverage Criteria for Home Health Benefits

Rather than instituting a blanket homebound requirement, Colorado’s regulations state that home health servic-
es will be covered under the following specific circumstances: “When the only alternative to home health servic-
es is hospitalization or the emergency room; OR the client’s medical records accurately justify a medical reason
that the services should be provided in a client’s home instead of a physician’s office, clinic, or other outpatient
setting, according to one or more of the following guidelines:

1. When the client’s condition prevents him/her from going to another health care setting to obtain the service,
such as a client with quadriplegia who needs aide services to get in and out of bed;

2. When going to an outpatient setting for the service would constitute a medical hardship due to the client’s con-
dition;

3. When going to an outpatient setting for the needed service is contraindicated by the client’'s documented med-
ical condition, such as a client who must be protected from exposure to infections;

4. When the client’s medical condition requires teaching that is most effectively accomplished in the client’'s home
on a short-term basis;

5. When going to an outpatient setting for the service would interfere with the effectiveness of the service.
Examples include: (1) when hours of travel would be required; (2) when services are needed at a frequency
that makes travel extremely difficult, such as IV care three times a day; (3) when a client needs regular and
unscheduled catheter changes, and having home health in place will prevent emergency room visits for
unscheduled catheter changes due to blockage or dislodgment; (4) when there is a history of noncompliance
with outpatient services that has led to adverse consequences, including emergency room use and hospital
admissions.

6. When a client is unable to perform the health care task him/herself, and has no unpaid family/caregiver able

and willing to perform it.”

efit in 1993, Tennessee limited home health servic-
es to 60 visits per year and required beneficiaries
to be “homebound.” When HCFA granted an 1115
waiver creating TennCare, home health services
were among the benefits covered by the capitation
rate. One of HCFA’s waiver conditions was
removal of the homebound requirement and the
limit on number of home health visits. The state
agreed to these provisions and promulgated con-
sistent regulations.

In 1997, however, the managed care organization
providing Medicaid’s home health services in the
state sought to exclude all “custodial” services
from their contract, and to require home health
beneficiaries to meet the same definition of med-
ical necessity that the organization uses for its
commercial market enrollees. This definition
requires home health users to be homebound and
excludes coverage for beneficiaries who require
care on a “custodial” basis or over a long period.
Disabled beneficiaries not meeting the new defini-

tion are directed to nursing homes—at greater
cost to the state but reduced cost to the plan. A
lawsuit was subsequently brought to bar the state
from continuing to deny medically necessary
home health services to TennCare members and
from requiring disabled TennCare beneficiaries to
be placed in nursing homes in order to receive
services.

The general issue for states is how to ensure that
managed care contracting does not result in denial
of necessary services to beneficiaries. Clearly,
when home health benefits are included in a man-
aged care contract, the contractor has an incentive
to restrict provision of such benefits in order to
contain costs. To guard against this potential, it is
very important for states to specify in their man-
aged care contracts who will determine eligibility
for home health benefits and what service criteria
will be used. Clear and precise terms are crucial.
Eligibility criteria that are framed in very general
terms—medical necessity, for example—can be
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Unresolved Issue: Provision of Services Outside a Beneficiary’s Home

A Connecticut lawsuit challenged HCFA'’s regulation requiring that Medicaid home health care services be pro-
vided exclusively in a beneficiary’s place of residence.

The Court of Appeals ruled that the Medicaid statute is ambiguous with respect to whether home health care
services must be provided exclusively at the recipient’s residence.® Specifically, the court ruled that “the
Medicaid statute neither allows nor prohibits reimbursement for home health services outside the recipient’s
residence. The statute merely provides that states may include ‘home health care services’ in their Medicaid
programs. 42 U.S.C. Section 1396d(a)(7).” It does not define home health care services, and though the
statute implies that the services will normally be rendered in the home, neither the context of the provision nor
the structure of the statute indicates whether the home is the exclusive locus of the necessary services.”

The court went on to hold that “the regulation as written is invalid,” because the restriction of home health care
services to a recipient’s residence “ignores the consensus among health care professionals that community
access is not only possible but desirable for disabled individuals.” The court further stated that the assump-
tions behind the restriction of services to the recipient’s residence were medically obsolete, and that “the tech-
nology and knowledge now exist to allow many people with disabilities, elderly or not, to venture into the com-
munity, where before they would have been considered permanently homebound.”

To ensure that the ruling would not result in increased costs for the state, the court expressly limited recipients
of Medicaid-covered home health nursing services to the number of hours of services to which they would be
entitled if the services were provided exclusively at the recipient’s place of residence.

The Second Circuit ruling affects only the three states in its jurisdiction: Connecticut, Vermont, and New York.
HCFA is currently reviewing a request to change its regulation to be congruent with the Court’s ruling. Such a

regulatory change would generalize the substance of the Court’s decision to apply to all states.

interpreted very differently in a managed health
care plan that customarily provides acute care
benefits than in a state plan designed to provide
long-term care services.

The appropriate context for making decisions
about limits on home health benefits, as noted, is
the whole state system of home and community
coverage. A state may opt to cover a very limited
number of registered nurse and home health aide
visits through the home health benefit, for exam-
ple, but provide additional coverage for those with
greater needs through its waiver program. (This
leaves any additional service needs of individuals
not eligible for waiver services unmet, of course.
Chapters 4 and 5 discuss in detail the factors to
consider when making such coverage decisions.)

Personal Care Option

Personal care services provided through the state
plan are an optional benefit. When personal care
services were first authorized, services had to be

prescribed by a physician in accordance with a
plan of treatment. In 1993, Congress removed the
requirement for physician authorization and gave
states the option to use other methods to author-
ize benefits in accordance with a service plan
approved by the state. There are no other Federal
statutory or regulatory requirements regarding
coverage under the personal care option. Nor are
there guidelines for minimum or appropriate
service criteria. Within the broad parameters of
the Federal definition of personal care services,
states are free to determine criteria for service eli-
gibility as well as the amount, scope, and duration
of the benefit.

In the absence of prescriptive requirements for
service criteria, the Federal definition of personal
care services becomes the primary guide for estab-
lishing service criteria. The State Medicaid Manual
defines the scope of personal care services as:

“a range of human assistance provided to
persons with disabilities and chronic con-
ditions of all ages, which enables them to
accomplish tasks they would normally do



for themselves if they did not have a dis-
ability. Assistance may be in the form of
hands-on assistance (actually performing a
personal care task for a person) or cueing
so that the person performs the task by
him/herself. Such assistance most often
relates to performance of activities of daily
living (ADLs) and instrumental activities
of daily living (IADLs).”*

Persons with cognitive impairments can also be
offered services through the personal care option.
As the Medicaid Manual states:

“An individual may be physically capable
of performing ADLs and IADLs but may
have limitations in performing these activ-
ities because of a cognitive impairment.
Personal care services may be required
because a cognitive impairment prevents
an individual from knowing when or how
to carry out the task. For example, an indi-
vidual may no longer be able to dress
without someone to cue him or her on how
to do so. In such cases, personal assistance
may include cueing along with supervi-
sion to ensure that the individual performs
the task properly.”*

Given the Federal Medicaid definition of personal
assistance, it follows that appropriate service cri-
teria should be based on a need for assistance with
ADLs or with IADLs. There is a considerable body
of research on ADLs and IADLs to guide states in
designing their service criteria. Generally, ADLs
are more frequently used than IADLs to deter-
mine service eligibility, because they are widely
believed to measure a greater level of need. But a
number of states use both ADLs and IADLS in
their service criteria. This is consistent with
research showing that dependencies in multiple
IADLs also indicate a high level of need.®
Limitations in performing some IADLs, such as
meal preparation and medication management,
may actually pose a greater health risk than an
ADL limitation in bathing and dressing. Recent
research has shown, for example, that inability to
use the telephone actually indicates a very high
level of impairment.*

An important consideration when selecting serv-
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ice criteria is that the level of impairment required
for eligibility match the services covered. For
example, if a state requires applicants to be
severely impaired, the maximum number of serv-
ice hours permitted should be sufficient to enable
such people to remain in the community even if
they have little informal care. Otherwise, requir-
ing too high a level of impairment could prevent
those without informal care from receiving neces-
sary services.

It is also important to ensure that assessment and
authorization methodologies do not inadvertently
exclude certain categories of potential beneficiar-
ies, such as persons with cognitive impairment.
Failure to include criteria that measure the func-
tional limitations relevant to these individuals—
such as the need for cueing to perform ADLs—can
lead to their exclusion. States may be inadvertent-
ly making such exclusions. Even though 26 states
offered personal care services in their state plans,
for example, a survey of state agencies serving
persons with developmental disabilities found
that services through the personal care option
play little or no role in paying for long-term serv-
ices for this group.®

Historically, Michigan used to be the most note-
worthy example of a state that optimized the per-
sonal care benefit as a means of funding home and
community services for people with developmen-
tal disabilities. Michigan built many of its com-
munity services on personal care as the baseline
core benefit, for example, weaving it into foster
home settings and other types of living arrange-
ments. However, in the 1995 amendments to the
state’s HCBS waiver program for people with
mental retardation and developmental disabili-
ties, Michigan started moving to waiver funding
of services for these groups.

In effect, states have a very high level of discretion
to determine who will receive personal care serv-
ices through the state plan. However, states may
not violate Medicaid comparability requirements
by restricting services to those with a particular
diagnosis or condition (e.g., by making benefits
available only to people with spinal cord injuries
or people who use wheelchairs, or to people who
are likely to require nursing facility services).
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Illustrative Service Criteria for Personal Care Services: State Examples

Massachusetts

To be eligible for personal care services in Massachusetts, Medicaid beneficiaries must have a permanent,
chronic disability. The service criteria are specified in terms of hours of assistance needed—rather than type,
number, or level of ADL and IADL impairments. Individuals must need a minimum of 10 hours per week of assis-
tance with ADLs, or 14 hours of assistance with a combination of ADLs and IADLs. The average hours for most
consumers is 42 per week. The program serves both self- and non-self-directing consumers and allows surro-
gates to manage services for those who cannot do so themselves.

Massachusetts specifies as ADLs to be assessed all aspects of mobility (walking, transferring, using durable med-
ical equipment); bathing, personal hygiene, and grooming; dressing and undressing; basic exercises such as
range of motion; preparation and ingestion of meals and clean up; assistance with bowel and bladder needs; and
assistance with medication administration. The IADLs the state assesses are housekeeping, laundry, shopping,
ability to make visits to health care providers, and unique needs (e.g., care and maintenance of wheelchairs).

Arkansas

To be eligible for personal care service in Arkansas, a person must have physical dependency needs and require
assistance to perform the following tasks and routines: eating, bathing, dressing, personal hygiene, bladder and
bowel requirements, taking medications, laundry, incidental housekeeping, and shopping for personal mainte-
nance items.

New York

To be eligible for personal care services in New York, individuals must need some or total assistance with a wide
range of tasks connected with daily living, nutritional and environmental support functions, and health-related
tasks. The services must be essential to maintain the individuals’ health and safety in their own home. Tasks that
are considered include bathing, dressing, feeding, grooming, toileting, walking in and outside the home, trans-
ferring, meal preparation in accordance with modified diets, medication administration, and skin care. Nutritional
and environmental support functions include meal preparation, housekeeping, laundry and ironing, shopping,
bill payment, and other essential errands.

Given that personal care services are subject to
statewideness and comparability requirements,
states understandably have cost concerns about
increasing access to these services by using less
stringent service criteria, even though they can
control costs by limiting the amount, scope, and
duration of services. As mentioned at the begin-
ning of this chapter, there is no “correct” decision
regarding service criteria. Whether or not particu-
lar service criteria are appropriate and make sense
depends on the broader context of a state’s policy
goals for its entire long-term care system (i.e.,
whether the criteria fit logically into the overall
plan for providing services to people with long-
term care and support needs through multiple
programs).

To ensure that their programs do make sense
within their particular service systems, some
states design “wraparound” state-funded pro-

grams to provide services to people who do not
meet either Medicaid’s financial criteria or the
state’s service criteria. The Connecticut Home
Care Program for Elders has three levels of serv-
ice, for example, with Level One and Level Two
funded solely with state funds. Level One serves
people who meet neither the Medicaid asset test
nor the waiver service criteria. Level Two serves
people who meet the waiver service criteria but
not the asset test.”® Level Three serves those who
meet both financial and service criteria. In this
framework, the stringency of the institutional
service criteria is not a major issue, because there
is an alternative source of services for those who
do not meet them.

HCB Waiver Program Services

To be eligible for HCB waiver services, individu-



als must first meet a waiver’s targeting criteria,
such as age and diagnosis or condition. For exam-
ple, a state may have a number of waivers target-
ing different groups: persons age 65 and older,
persons ages 18 to 65 with physical disabilities,
children who are technologically dependent, per-
sons with mental retardation and other develop-
mental disabilities, persons with AIDS, and per-
sons with traumatic brain injury. (See Chapter 4
for a full discussion of waiver programs.)

Individuals who meet the targeting criteria must
then meet service criteria, which for HCBS waiver
programs are the level-of-care criteria used to
determine eligibility for either a hospital, nursing
facility, or ICF/MR. Level-of-care criteria explicitly
describe the type and level (or severity) of func-
tional limitations or needs an individual must have
in order to be admitted to an institutional setting.

These criteria usually include measures of need
for assistance with ADLs and for other services,
including nursing and medically related services.
A determination that a person meets the required
level-of-care criteria is based on information gath-
ered through a formal assessment process carried
out when a person applies for services. In the case
of ICF/MR services, the person must have mental
retardation or a “related” condition and be found
to need various supports necessary to improve or
maintain functioning. In the case of nursing facili-
ty services, the need for skilled and unskilled
nursing care is generally assessed, as is the need
for assistance with ADLs and other aspects of
functioning.

The requirement to use the same or equivalent
service criteria for HCB waiver services as for
institutional placement stems from the waiver
program’s primary purpose: to offer an alterna-
tive to institutionalization.”” This is a statutory
requirement added by Congress in part to address
concern about the cost of expanding HCB servic-
es: States must demonstrate that they are provid-
ing waiver services only to people who are eligi-
ble for institutional placement. HHS cannot waive
this requirement or lessen its impact by regula-
tion. Thus, states would only be able to use sub-
stantively different service criteria for waiver than
for institutional services (i.e., criteria not based on
the need for institutional services) if Congress
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amended Medicaid law.

When the waiver authority was enacted in 1981,
home and community services could be provided
under a waiver program only to persons who met
the level-of-care criteria for either an SNF, an ICF,
or an ICF/MR. In 1987, the Omnibus Budget
Reconciliation Act eliminated the distinction
between SNFs and ICFs and mandated a new
nursing facility benefit, which included ICF serv-
ices, all of which were previously optional. The
former ICF level of care is now the minimum insti-
tutional standard. The only Federal requirement
for persons to receive an ICF level of care is that
the individuals need either health-related care
and services that are above the level of room and
board or, due to their mental or physical condi-
tion, require supportive services that can be made
available only through institutional facilities.
Within this broad definition, states are free to set
whatever service criteria they choose for nursing
facility care, which (or their equivalent) are then
used to determine eligibility for waiver services.

Misperceptions

A common criticism of nursing facility level-of-
care criteria is that they are “medically biased,”
that is, (a) they do not adequately assess function-
al limitations and their impact on the need for
long-term care, or (b) they give greater weight to
nursing and medical needs than to functional
needs. However, no Federal statute or regulation
mandates that states adopt this medical approach
when setting nursing facility service criteria.

Medicaid law does require that institutional serv-
ices be medically necessary. But, as noted, there is
no Federal definition of this term, and states are
free to define it broadly (e.g., medically necessary
services are those that promote optimal health
and functioning). Thus, the requirement that serv-
ices be medically necessary does not mean a state
is required to use only medical—or even any med-
ical—service criteria to determine eligibility for
nursing facility services.’* Nor must a state give
greater weight to medical and nursing needs than
to functional needs.

No clear line separates medical from functional
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lllustrative Uses of Functional Measures to Determine Eligibility for Nursing Facility
and Waiver Services: State Examples

Connecticut

To be eligible for nursing facility or HCBS waiver services in Connecticut, a person must need either hands-on
assistance or supervision with three critical needs. The critical care needs that are assessed are eating/drinking,
toileting, transferring, bathing, dressing, medication management, and meal preparation. Alternatively, a person
must have cognitive impairment and behavioral problems. The determination of critical needs is the central factor
in Connecticut’s level-of-care determination, but other factors are also considered, including diagnosis, nursing
needs, and informal supports.

Indiana

To be eligible for nursing facility or waiver services in Indiana, a person must have either nursing needs or 3 out
of 14 functional needs. Functional needs include assistance with eating, mobility, transferring, turning/positioning,
dressing, bathing, toileting/continence, daily supervision or assistance to ensure compliance with a prescribed
medication regime, and supervision or assistance to maintain safety due to confusion and/or disorientation.

Kansas

Kansas uses a scored instrument to determine eligibility. The functional measures assessed are (a) ADLs: bathing,
dressing, toileting, transferring, eating, mobility; and (b) IADLs: such as meal preparation, medical management,
telephone use, laundry/housekeeping, shopping, and money management. A person must need assistance with
both IADLs and ADLs. Several risk factors are also assessed: impaired cognition; incontinence; falls; lack of infor-
mal support; and abuse, neglect, and exploitation. Because the instrument is scored and the measures are
weighted, several combinations of functional need and risk can equal the required score. For example, a person
with memory problems and impaired decision making who needs supervision with two ADLs and assistance with
three IADLs would be eligible.

needs. Health status and functioning are closely
interrelated; immobility due to paralysis or even
frailty can lead to serious medical problems in
multiple body systems. Thus, failure to address
functional limitations can result in serious med-
ical problems that require not only nursing home
care, but hospitalization as well. The primary rea-
son people need long-term care services is
because they have functional limitations. Even if
people require specialized health care (e.g., for
injections or catheterization), research has shown
that people can meet these needs themselves if
they are not physically or mentally impaired.
Thus, the single most important measure of need
is what functional limitations a person has.

For ICF/MR placement, all states use functional
measures in their level-of-care criteria. Kansas
determines eligibility for either ICF/MR or HCBS
waiver services, for example, with an evaluation
instrument called the Developmental Disabilities
Profile (DDP). The DDP measures the extent to
which a person is able to carry out certain life

activities or might need services to address vari-
ous needs (e.g., medical needs or behavioral
issues). Other states use alternative instruments
(e.g., the Inventory for Client and Agency
Planning, ICAP), or specify other types of assess-
ments that must be conducted to determine the
need for assistance in various functional domains.

Another common misperception about Medicaid
level-of-care criteria is that an institutional stan-
dard requires a severe level of medical need or
functional limitation. There is no such Federal
requirement. However, states are concerned that
making their institutional level-of-care criteria less
stringent will result in many more people being
eligible for (and placed in) nursing facilities. But
research shows that the overwhelming majority of
persons with long-term care needs would rather
be served in the community. And people who do
not want to go to a nursing home are unlikely to
change their minds just because the bar for nurs-
ing home eligibility has been lowered. The same is
true for people with mental retardation or devel-



opmental disabilities.” Stringent criteria have un-
intended effects on HCBS waiver programs, such
as limiting assistance states can provide to those
who need only a small amount of help to remain
in the community.

However states define their nursing home level-
of-care criteria, many people who meet those cri-
teria will remain in the community, even without
formal services. A recent study in Connecticut, for
example, found that many persons with severe
functional limitations (three or more ADL impair-
ments), who met the nursing facility level-of-care
criteria, chose to go without nursing home or HCB
waiver services rather than spend down to
Medicaid eligibility or be subject to estate recov-
ery provisions. (Most of the people interviewed in
that study were able to remain in the community
because they had extensive informal care supple-
mented by small amounts of privately paid care.)®

States’ concerns about increasing the number of
people admitted to nursing facilities are under-
standable. However, this effect can be minimized,
if not avoided completely, if states initiate steps to
screen persons prior to nursing facility admission to
determine whether services could be provided in
home and community settings. Oregon and Colo-
rado are examples of states that have pursued this
strategy successfully. Implementation of such
programs (called nursing home diversion pro-
grams) to ensure that as many people as possible
are served in home and community settings—
whether through services in the state plan, the
personal care option, or waiver—will help ensure
that only those who truly cannot be served safely
and cost-effectively in the community will be
admitted to nursing facilities.”

Availability of HCB services can and does reduce
the demand for institutional services. The best evi-
dence of this phenomenon is found in the mental
retardation/developmental disabilities sector,
where, since the advent of HCBS waiver pro-
grams, (a) the number of individuals served in
large public institutions has declined (from
128,000 in 1980 to under 50,000 in 1999), and (b)
the total number of individuals served in large
institutional ICFs/MR of all types (public and pri-
vate) dropped by more than 40 percent between
1982 and 1998.%2 The most important likely result
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of broadening institutional eligibility criteria is
that states are able to furnish important services
and supports to individuals in the community,
which will help them remain independent and
enjoy a better quality of life.

With regard to states’ concerns about induced
demand (large numbers of persons who would
never have gone to a nursing home applying for
home and community services once they are
available), caps on waiver enrollments enable
states to control utilization and overall outlays.
This explains in part why every state operates
HCBS waiver programs but only about half cover
personal care services through the state plan.

Major Considerations in Setting
Service Criteria: A Recap

Federal policies with respect to service criteria
establish a framework within which states have
wide latitude to chart the course of action that best
suits their unique long-term care service system.

Three considerations, in particular, should guide
state choices in setting their service criteria:

« Service criteria should be developed with an
eye toward the full constellation of services
and supports a state offers, whether through
the Medicaid program or via other state and
local resources. In other words, criteria should
not be crafted for specific programs without
considering the criteria for other long-term
care programs in the state. The criteria should
fit together so that all individuals needing
long-term care services in the state are able to
obtain the particular services appropriate to
their needs.

« Itis important to recognize that there is a con-
stant tug-and-pull among state policy aims. On
the one hand, states desire to make services and
supports broadly available. On the other hand,
states must manage their budgets. Sometimes
states impose service criteria for cost-contain-
ment reasons, whose stringency undermines
the state’s ability to promote appropriate
access. Careful management of different com-
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ponents of the benefit package and establish-
ment of an efficient service delivery system can
help a state to work its way between these
potentially conflicting objectives.

* Concern that using less stringent criteria—
especially with respect to the waiver/institu-
tional eligibility connection—will result in
higher demand for (and spending on) institu-
tional services seems to be misplaced. Broader
eligibility criteria have been shown to enable a
state to obtain Federal financial participation
to provide HCB waiver services to a greater
number of individuals with substantial im-
pairments, without experiencing an increase
in requests for nursing facility and other insti-
tutional admissions. Experience confirms that
most consumers want to remain in their
homes and in the community. Their ability to
do so is strengthened through the provision of
HCB services.

Endnotes

1. The primary contributors to this chapter are Janet
O’Keeffe and Gary Smith.

2. The ADL and IADL scales are based on a develop-
mental model: children learn to eat, toilet, bathe, and
dress themselves before they develop the mental abili-
ty to do more cognitively complex activities such as
using the telephone and managing money. When cog-
nitive abilities start to deteriorate (as in a person who
develops dementia) the ability to perform activities
that require more complex mental functioning (IADLS)
is generally lost before the ability to perform ADLs. In
fact, states are not bound by the definitions implied by
this developmental model. States are free, for example,
to define ADLs as whatever tasks/activities they con-
sider important to define a need for long-term care.

3. Assistants who work with individuals who have
cognitive impairments or behavior issues need special-
ized training.

4. States are permitted to make provision for “out-
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CHAPTER 4

Options for Designing Service
Coverage: General Considerations'

To remain in their homes and communities, many people with disabilities and chronic conditions
need long-term services and supports that can range from personal assistance to more specialized
services. Federal Medicaid law and policy give states great latitude to offer individuals a wide
range of home and community services through the state’s “regular” Medicaid program. States
can offer an even more comprehensive service range by operating one or several home and com-
munity based services (HCBS) waiver programs. This chapter explores Medicaid coverage options,
including important issues states need to consider in selecting the particular combination of home
and community services and benefits that best suits their respective needs.

Introduction

Twenty-five years ago, the Medicaid program offered few avenues for securing Federal dollars to sup-
port people with chronic illnesses and disabilities in home and community settings. Except for limited
home health services, Federal Medicaid funding for long-term care was available only when persons
were placed in an institutional setting (e.g., a nursing facility, an ICF/MR, or a medical rehabilitation or
mental health facility). Changes in Federal Medicaid policy over the years now make it feasible for states
to provide home and community services to individuals who need long-term services. As a result, states
have considerably expanded availability of home and community services. Indeed, the fact that
Medicaid offers so many options for furnishing such services can be confusing for policymakers, state
officials, advocates, and consumers alike.

The wide range of home and community service options available to states comes through one or both
of two alternative Medicaid funding routes: (1) a state’s “regular” Medicaid program and/or (2) one or
several HCBS waiver programs, each offering a distinct package of services and supports to different
groups of individuals. Combining these alternatives in creative ways gives states substantial latitude in
designing their Medicaid home and community service coverages and customizing benefit packages to
meet the needs of particular groups. Using waivers in this manner also gives states considerable flexi-
bility to manage the cost of services and the rate of growth in the number of people served. Because of
this flexibility, states vary considerably in the services and supports they offer.

This chapter begins with an overview of the broad types of Medicaid home and community services and
supports a state may offer. It then describes major Federal and state considerations that influence deci-
sions concerning whether to offer a service as a regular Medicaid program benefit or via an HCBS waiv-
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er program. The chapter concludes with more
detailed descriptions and illustrations of coverage
options—focusing first on services that may be
offered under the regular Medicaid state plan and
then on services that may be offered under an
HCBS waiver program.

Medicaid Home and Community
Services: An Overview

Home and community services can be thought of
as falling into five overarching categories. It is
useful to consider these in generic terms before
proceeding to a detailed discussion of how they
are treated in Medicaid law and policy.

Personal Care and Assistance. Personal care and
assistance involves helping individuals perform
everyday activities when they have a physical or
mental impairment that prevents them from car-
rying out those activities independently. These
activities can include Activities of Daily Living
(ADLs) and Instrumental Activities of Daily
Living (IADLs). ADLs include eating, bathing,
dressing, toileting, transferring from bed to chair,
and maintaining continence. IADLs include activ-
ities such as light housework, laundry, trans-
portation, and money management. (ADLs and
IADLs are discussed in more detail in Chapter 3.)

Providing personal care and assistance can take
the form of a paid worker (e.g., a personal care
attendant or a home health aide) helping the indi-
vidual each day in the home or elsewhere in the
community. This assistance is also furnished to
individuals in other community living arrange-
ments, such as group homes and assisted living
facilities.

Individuals with various types of disabilities
often require this form of basic assistance
throughout their lives. Hence, it is a major, if not
the primary, reason many individuals seek
Medicaid long-term care services. States use sev-
eral different terms to describe assistance with
ADLs and IADLs, which may be provided as part
of the home health benefit, as a personal care
option under the state Medicaid plan, or through
a waiver program.

Health-Related Services. Long-term health and
health-related services include a wide range of
skilled and unskilled nursing services to address
chronic conditions (e.g., tube feedings, catheteri-
zation, range of motion exercises).

These services are covered under Medicaid’s
home health benefit, but can also be covered
under a waiver program. The major source of pri-
mary and acute health care benefits for persons
with disabilities is the basic Medicaid state plan.
States also have the option to offer additional
health care services to supplement these benefits
through an HCBS waiver program. These services
may be provided under a state’s personal care
benefit through the state plan when they are dele-
gated by a nurse and when the practice is recog-
nized and permitted under state law. (Nurse dele-
gation is discussed in detail in Chapter 7.)

Specialty Services. Specialty services encompass
an enormous range of services related to the spe-
cific nature of an individual’s impairment. By and
large, these services share the common aim of
assisting individuals to improve their functioning.

Psychiatric rehabilitation services address the
needs of individuals who have a mental illness.
Habilitation services enable persons with mental
retardation to acquire or improve skills to help
them become more independent. Assistive tech-
nology helps persons with many different types of
disabilities become more self-sufficient. States
may offer these services through various options,
including an HCBS waiver program. Many types
of assistive technology (e.g., motorized wheel-
chairs, communication devices) are forms of med-
ical equipment and supplies covered under the
mandatory home health benefit.

Adaptive Services. In order to remain in their
own home or elsewhere in the community, many
individuals with physical impairments benefit
from home and vehicle modifications.

Home modifications include installing wheelchair
ramps, widening doorways, and retrofitting bath-
rooms and kitchens so that individuals with phys-
ical impairments can get around their homes.
Vehicle modifications include modifying a car or
a van so that a person can get around the commu-



nity. These services can be covered under HCBS
waiver programs.

Family and Caregiver Supports. These supports
are designed to help the family and friends who
provide such enormous support to individuals with
disabilities. Various Medicaid options are available
to maintain and strengthen these supports.

Respite services to provide relief to the individ-
ual’s primary caregiver is one of these services.
States may also offer training and education serv-
ices to caregivers, to strengthen their ability to
meet the needs of the person they are caring for.
These services can be covered under waiver pro-
grams. Training and supports may also be offered
as component parts of other benefits, such as
home health. (Services to support caregivers are
discussed in detail in Chapter 8.)

Social Supports. Social supports are intended to
help individuals take an active part in both their
family and community. Such supports help avoid
social isolation.

Social supports such as companion services, for
example, provide assistance so that individuals
can participate in community activities (e.g., by
providing a personal attendant to enable the indi-
vidual to attend church). These services can be
covered only under HCBS waiver programs.

Case/Care Management or Service/Care Coordi-
nation. Case management and care coordination
services help individuals who need services and
supports from several sources. Some of these may
be available through a state’s Medicaid plan.
Some can be obtained through other public pro-
grams. Still other supports are available, though
possibly harder to access, from private sources.

A common feature of home and community serv-
ices is the provision of case managers, who may
also be called care coordinators or service coordi-
nators. They frequently prepare or facilitate
preparation of an individual plan to map out how
all the services and supports a person might need
will be identified and delivered. Additionally,
they play an active role in monitoring the quality
and effectiveness of home and community servic-
es. Several Medicaid options are available for cov-
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ering case management and care coordination
services. (These options are discussed in detail in
Chapter 5.)

As states consider which home and community
benefits to offer, and how to offer them, it will
help to keep in mind this golden rule: There is no
bright line to distinguish “long-term services and
supports” from other types of Medicaid benefits.
Many benefits not mentioned in this overview are
very much a part of the mix required to meet the
needs of individuals with disabilities and chronic
conditions. For example, individuals who need
mobility aids (e.g., power wheelchairs) may find
them through a state plan’s coverage of medical
equipment and supplies. A state plan may also
cover many therapeutic services (e.g., occupa-
tional and physical therapy) that are also relevant
to meeting the needs of many individuals. As a
consequence, in crafting effective home and com-
munity service strategies, it is important to take
stock of other services in the Medicaid state plan
and to modify or possibly supplement them if
needed. This is to ensure that the coverages cho-
sen address key needs of the persons being
served.

As states decide what home and community servic-
es and supports to offer, they need to consider cer-
tain Federal policy issues and state goals and objec-
tives that constrain, or at least shape, the benefit
choices a state can make. The next section address-
es the Federal dimension. This is followed by a
general discussion of state goals and objectives.

Federal Policy Considerations

As already emphasized, Federal Medicaid law
and policy give states considerable latitude in
deciding which Medicaid home and community
services they will offer, and how. States do not
have complete freedom, however. Certain impor-
tant aspects of Federal policy need to be taken into
account to ensure that a state’s decisions about
what coverages to offer are consistent with
Federal requirements and limitations. Seven
major Federal considerations merit discussion
here. Although they affect state flexibility some-
what, they need not pose serious barriers to devel-
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oping effective strategies to support individuals in
their homes and communities.

State Plan Requirements. Whether mandatory or
optional, services covered under a state’s Medi-
caid plan are subject to two important statutory
requirements. First, they must be available on a
comparable basis to all Medicaid beneficiaries in
an eligibility group in the state who require the
service (i.e., the state plan may not offer a service
only to persons who have a particular condition
or offer it in different forms to different groups).
This is called the “comparability” requirement.
Second, services must be available statewide (i.e.,
the state cannot restrict availability of the service
to particular geographic regions). This is called
the “statewideness” requirement.? There are few
exceptions to this statewideness requirement.
Targeted case management is the major one.

When a state wishes to make home and commu-
nity services available only to certain distinct
groups of Medicaid beneficiaries (e.g., adults who
have a physical disability), it must seek Federal
approval of an HCBS waiver program. Under
such a program both the comparability and
statewideness requirements may be waived, to
enable states to target services to distinct groups
of Medicaid beneficiaries.®

Nonduplication. Federal policy provides that a
state may not offer precisely the same service
under an HCBS waiver program that it offers
under its regular Medicaid program. The reason
for this prohibition is simple. People who partici-
pate in an HCBS waiver program are already eli-
gible, by definition, to receive the full range of
services available under the state plan.

HCBS Waiver Coverage to Complement State
Plan Coverage. An important exception to the
nonduplication requirement for HCBS waiver
programs is when the state offers a service under
its Medicaid plan with restrictions but offers what
are termed “extended” state plan services to pro-
vide more complete coverage through an HCBS
waiver program.

Some states, for example, cover personal care
services under their state plans to provide wide
access to this basic assistance and then build on

this coverage through waiver programs to pro-
vide additional services to specific target popula-
tions. States are permitted to use the extended
state plan provision to cover the same service in
the two programs but in greater amount, scope,
and duration of coverage under the latter.

Services That Cannot Be Offered under the State
Plan. There are some services a state may not offer
under its Medicaid state plan, because they either
have not been specified in the authorizing legisla-
tion and implementing regulations (which list the
services states must or may offer in their Medicaid
programs) or may be provided only as a compo-
nent of institutional services.

An example of the former is respite care (which
explains why respite is one of the most common
services offered under HCBS waiver programs).
An example of the latter is habilitation. Under
Federal law and policy, habilitation may be fur-
nished as a state plan service only to residents of
ICFs/MR or certain other very limited types of
facilities (e.g., rehabilitation hospitals that serve
individuals who have had a traumatic brain
injury). A state can only offer habilitation services
to non-institutionalized persons through an HCBS
waiver program.

Service Objective. A state can only offer services
that are materially related to the basic reasons a
person needs long-term services and supports.
This may seem obvious enough, but complicating
issues sometimes arise. In the case of HCB waiver
services, for example, a state may offer only serv-
ices that either are necessary for persons to avoid
institutionalization or would be available to bene-
ficiaries if they were in a facility. This provision
takes no account of other services and supports—
such as guardianship services and leisure activi-
ties—that might be desirable but cannot be con-
sidered necessary given the aims expressed in
Federal law. This does not imply that the state is
prevented from providing such services and sup-
ports. It implies only that Medicaid dollars cannot
be used to purchase them.

Room and Board Expenses. Federal Medicaid
dollars are not available to pay for the “room and
board” expenses (i.e., housing, food, and utilities)
of non-institutionalized persons, except in limited



circumstances such as (a) out-of-home respite
care, and (b) room and board of a live-in caregiv-
er. Federal financial participation is available for
room and board provided as part of respite care
furnished in a facility that is approved by the state
and not a private residence. Respite care is avail-
able as a service under HCBS waivers, but not as
a distinct service under the state plan.’

The expectation is that individuals will use their
own income and resources (e.g., Federal Supple-
mental Security Income [SSI] benefits and earn-
ings from employment) to meet room and board
expenses. This exclusion can complicate develop-
ment of strategies to support individuals in the
home and community. In contrast, room and
board expenses are Medicaid-reimbursable in an
institutional setting where individuals receive a
significantly reduced SSI payment ($30/month) as
a personal needs allowance.

Obligations of Other Public Programs. Medicaid
is deemed a payer of last resort. This means that if
another public program is obliged to provide a
service to an individual, a state generally may not
replace this funding with Medicaid dollars. For
example, if two public programs such as Medicare
and Medicaid cover the same service and an indi-
vidual is eligible for the service in both programs,
Medicare must pay first for the service. Medicaid
can only pay once Medicare benefits are exhausted.

State Policy Goals and Objectives

Federal policies provide a framework within
which states can weigh their options in deciding
whether to offer a service under their Medicaid
plan or through an HCBS waiver program. But a
state makes its particular coverage choices in light
of its own policy goals and objectives. Five major
factors need highlighting in this connection.

State Budget Impact. States must balance their
budgets on a regular basis—every year for most
states. This can make a state wary of offering serv-
ices under its statewide Medicaid plan, because
Federal law prohibits rationing the amount of
services furnished to individuals or limiting the
number of persons who receive the service under
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that plan (as noted in the section on Federal poli-
cy considerations above).

Thus, states are understandably careful that the
costs of offering a service under the state plan not
significantly exceed available resources, because
they are uncertain both about how many individ-
uals might qualify and about how much it might
cost to serve each person. One reason many states
have turned to HCBS waiver programs to expand
availability of non-institutional long-term care
services is that the amount they will spend in the
waiver context is predictable. This is because a
state that offers services under an HCBS waiver
program is obligated to serve no more than the
number of beneficiaries the state itself establishes.

Inclusiveness. While state officials and policy-
makers must be concerned about expenditures, it
is often equally important to them that services be
available to all who require them. This is an argu-
ment against providing services through waivers
and can lead states to cover a particular service
under the state plan in order to ensure universal
access. As discussed below, when deciding whether
to cover a service under the state plan or a waiver
program or both, states need to carefully consider
how services provided in different programs can
complement each other in providing people with
disabilities the right service mix and amount.

Target Populations. Because services offered
under a Medicaid state plan must be provided to
all eligible individuals on a comparable basis, it
can be difficult to vary services or service delivery
approaches based on the needs of individuals
who have particular impairments and specialized
needs. In addition, it is sometimes easier for a
state to craft a package of services and supports to
meet the needs of specific groups than to seek a
one-size-fits-all state plan coverage design.

These considerations frequently lead a state to
select an HCBS waiver program as a vehicle for
offering services to defined groups of individuals,
because the service package can be fine-tuned to
meet their distinct needs.

Maintaining a Unified Service Delivery System.
While Medicaid is the major funding source for
home and community services, it is frequently not
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the only one. In many states, distinct state-funded
service systems or networks have evolved for spe-
cific target populations—individuals who are eld-
erly, who have a serious mental illness, or who
have a developmental disability, for example. One
group for which states have historically not devel-
oped specific programs or service systems is per-
sons ages 18 to 64 who have physical disabilities—
a group that is frequently underserved.

These state-funded service systems often play a
crucial role in expanding home and community
services for the groups they serve. But they vary
considerably in the types and amounts of services
they provide and the numbers of people they
serve. It is important to maintain these service sys-
tems. But it is also important to ensure that they
are integrated into a unified service delivery sys-
tem for their particular target group. An effective
way of achieving this integration for many states
is the targeted approach permitted under a waiv-
er program. This is a way of accessing Medicaid
funding at the same time as ensuring consistency
in financing and practice across an array of fund-
ing sources.

Eligibility. As discussed in Chapter 2, a state can
qualify a wider range of individuals for Medicaid
using an HCBS waiver program than it can under
its state plan. Many individuals who might not
qualify for Medicaid benefits through the state plan
by virtue of their income, in particular, may be eli-
gible for services under an HCBS waiver program.

* * %

The following two sections, respectively, provide
detailed descriptions of the home and community
services that can be provided (a) under the
Medicaid state plan and/or (b) through HCBS
waiver programs.

Home and Community Services under
the Medicaid State Plan

Federal law distinguishes between services
offered under a Medicaid state plan and services
that may be offered when the Secretary of HHS—
operating through HCFA—grants waivers for a

state to operate an HCBS waiver program. The
services that can be offered without a waiver are
called Medicaid state plan services. Some of these
(e.g., home health care) must be provided by
every state that operates a Medicaid program.
These are called mandatory services.® Others can
be provided at state option. These are called
optional services.

When a state covers a service under its Medicaid
state plan, it may impose limits on exactly what
will be provided and under what circumstances.
Such limitations take three forms: (1) how often a
person may receive a service (amount), (2) for
how long (duration), and (3) the exact nature of
what is provided (scope). But Federal law requires
that such limitations not undermine a person’s
receipt of necessary assistance. Any limitations
states establish generally must be based on clinical
grounds. Limits must be sufficient to meet the
needs of most people most of the time, but there is
no requirement that states must meet all needs of
all beneficiaries at all times.

A state’s decision to offer an optional service
under its Medicaid state plan amounts to a deci-
sion to make the service available to all individu-
als who require it, within whatever limitations on
amount, scope, and duration the state may have
established. This is why Medicaid beneficiaries
are said to be “entitled” to state plan services.” A
state has the option of covering under its state
plan four main home and community services
that are especially important for persons with
disabilities: (1) personal care; (2) targeted case
management; (3) clinic; and (4) rehabilitative
services.

Personal Care/Personal Assistance

Prior to enactment of the Omnibus Reconciliation
Act of 1993 (OBRA 93), personal care services
offered through the state plan were limited in
scope and had a medical orientation, due to the
requirement that they be authorized by a physi-
cian and supervised by a nurse. OBRA 93—and
implementing regulations effective in November
1997—gave states the option of substantially
broadening the scope of personal care services, to
furnish individuals a wide range of assistance in



everyday activities both in and outside the indi-
vidual’s home.?

In January 1999, HCFA released a State Medicaid
Manual Transmittal that updated the Agency’s
guidelines concerning coverage of personal care
services. In it, HCFA made clear (a) that personal
care services include assistance with both ADLs
and IADLs, and (b) that personal care for persons
with cognitive impairments may include cueing
along with supervision to ensure the individuals
perform the task properly. Formerly such super-
vision generally was considered outside the scope
of personal care. (See Appendix Il for the com-
plete text of HCFA'’s guidance on this issue.)

A state may now extend such services to include
supervision and assistance to persons with cogni-
tive impairments, which can include persons with
mental illness or mental retardation as well as per-
sons who have Alzheimer’s disease and other
forms of dementia. However, this supervision and
assistance must be related directly to performance
of ADLs and IADLs. Simple companionship or
custodial observation of an individual, absent
hands-on or cueing assistance that is necessary
and directly related to ADLs or IADLs, is not a
Medicaid personal care service. In particular, the
Manual states:

Scope of services—Personal care services covered
under a state’s program may include a range of
human assistance provided to persons with dis-
abilities and chronic conditions of all ages, which
enables them to accomplish tasks they would nor-
mally do for themselves if they did not have a dis-
ability. Assistance may be in the form of hands-on
assistance (actually performing a personal care
task for a person) or cueing so that a person per-
forms the tasks by him/herself. Such assistance
most often relates to performance of ADLs and
IADLs. . . . Personal care services can be provided
on a continuing basis or on episodic occasions.
Skilled services that may be performed only by a
health professional are not considered personal
care services.

However, skilled services may be provided under
a state’s personal care benefit under the state plan
when they are delegated by a nurse and when the
practice is recognized and permitted under state
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law. (Nurse delegation is discussed in detail in
Chapter 7.)

Cognitive impairments—An individual may be
physically capable of performing ADLs and IADLs
but may have limitations in performing these
activities because [of] a cognitive impairment. . . .
Personal care services may be required because a
cognitive impairment prevents an individual from
knowing when or how to carry out the task. For
example, an individual may no longer be able to
dress without someone to cue him or her on how to
do so. In such cases, personal assistance may in-
clude cueing along with supervision to ensure that
the individual performs the task properly.

In October 1999, HCFA further revised the
Manual to permit states to offer the option of con-
sumer-directed personal care services. The
Manual revisions explicitly recognized that provi-
sion of personal assistance services may be direct-
ed by the persons receiving such service, includ-
ing those persons’ own supervision and training
of their personal care attendants. In particular, the
Manual states:

Consumer-directed services—A State may employ
a consumer-directed service delivery model to pro-
vide personal care services under the personal care
optional benefit to individuals in need of personal
assistance, including persons with cognitive
impairments, who have the ability and desire to
manage their own care. In such cases, the Medicaid
beneficiary may hire their own provider, train the
provider according to their personal preferences,
supervise and direct the provision of personal care
services, and, if necessary, fire the provider. The
State Medicaid Agency maintains responsibility
for ensuring the provider meets State provider
qualifications . . . and for monitoring service deliv-
ery. Where an individual does not have the ability
or desire to manage their own care, the State may
either provide personal care services without con-
sumer direction or may permit family members or
other individuals to direct the provider on behalf of
the individual receiving the services.®

These manual materials describe a robust scope of
personal care/personal assistance services a state
may choose to cover under its Medicaid state
plan—in keeping with contemporary views con-
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cerning the role personal assistance can play in
supporting individuals with disabilities in a wide
range of everyday activities. As a result of the
changes made in Federal policy, there is now little
difference in the scope of personal care services
that may be offered under the Medicaid state plan
and those that may be offered under an HCBS
waiver program. In many states, consumer direc-
tion of personal care services has been a feature of
personal assistance programs (both under Medi-
caid and funded with other dollars) for many
years. For example, consumer direction was built
into the Massachusetts Medicaid personal care
program from its inception. HCFA materials
clearly acknowledge and sanction this model.
HCFA has also expressed a strong interest in iden-
tifying and working with the states to eliminate
any further barriers to implementation of CD per-
sonal assistance service models in Medicaid.
(Chapter 7 discusses this topic in greater detail,
with respect to both CD personal assistance serv-
ices and self-determination for people with devel-
opmental and other disabilities.)

However, neither the provisions of OBRA 93 nor
the revised Federal regulations and HCFA State

Medicaid Manual guidelines require a state to
change the scope of its pre-1993 coverage. In order
to take advantage of these changes, a state must
file an amendment to its Medicaid plan.

Expenditure Ramifications

Twenty-seven states and the District of Columbia
cover personal care services under their Medicaid
state plans, but only a few states make it broadly
available.*® The principal reason why many states
do not cover personal care services at all, or
impose considerable restrictions on the services
they offer, is concern about controlling expendi-
tures for such services. State officials often want to
know: (1) How many Medicaid beneficiaries will
qualify to receive the service? (2) How much serv-
ice will they use once eligible?

Advocates for personal care/personal assistance
point out that personal care services are usually
less costly than institutional services and, conse-
quently, that adding this coverage will result in
lower institutional expenditures—by avoiding or
delaying admission of individuals to institutional

Special Personal Assistance Issues, Whether under State Plan or an HCBS Waiver Program

Delegation of Nursing Tasks. Certain personal assistance activities (e.g., medication administration, tube-
feeding) fall under the jurisdiction of states’ Nurse Practice Acts. Hence, even though Federal law has “de-
medicalized” its rules concerning personal care services, state Nurse Practice laws still may dictate close
involvement of medical personnel. In such cases, states often restrict delivery of personal care services to home
health agencies. In these states, changes to the Nurse Practice Acts would be necessary to take full advantage
of the flexibility afforded by Federal provisions for personal care services. (Nurse delegation is discussed in detail
in Chapter 7.)

Provider Qualifications. More and more states are routinely requiring individuals who would provide personal
care services to undergo criminal background checks and checks against abuse/neglect registries. States also
typically require such individuals to have completed a basic training course. To ensure proper supervision of per-
sonal care workers, some states require that they be employed by agencies that hire the workers and supervise
them. Others permit individuals to furnish personal care in their own right, with the consumer responsible for
oversight (including deciding whom to hire). Still others charge case management authorities with oversight and
monitoring responsibilities. (Chapter 7 provides a detailed discussion.)

Payment of Family Members. HCFA policy states that:

Personal care services may not be furnished by a member of the beneficiary’s family. . . . HCFA defines fam-
ily members as spouses of beneficiaries and parents (or step-parents) of minor beneficiaries. HCFA believes
this to be the preferred definition as this definition is identical to the one that applies to personal care servic-
es provided under an HCBS waiver.

Based on the foregoing, non-spousal and non-parental relatives not legally responsible for the beneficiary’s care
may provide such services for pay if the state chooses. (Chapter 8 provides a detailed discussion.)




facilities as well as enabling institutionalized per-
sons to return to their homes and communities.
However, some observers are concerned that such
savings might be offset by the effect of more peo-
ple overall seeking services once their availability
became known (i.e., increased demand.) The costs
of meeting the needs of more people could offset
the savings stemming from reduced nursing facil-
ity usage. Both are legitimate points. The chal-
lenge for state policymakers and disability advo-
cates is to strike a balance while addressing each.

A few states operate relatively extensive Medicaid
personal care programs (e.g., New York, Cali-
fornia, and Texas). Elsewhere, provision of such
services is more limited.* Many states that offer
personal care have strict limitations on its delivery.
Some either stringently regulate the amount of
personal care services an individual can receive or
cap the dollar value of such services at a level well
below the cost of nursing facility services.”? Others
limit eligibility for personal care services by identi-
fying a population or level of functional limitation
for which they will provide assistance. However,
states must be careful not to violate Medicaid com-
parability requirements by restricting services to
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those with a particular diagnosis or condition,
such as by making benefits available only to peo-
ple who use wheelchairs, or to people who are like-
ly to require nursing facility services. Nine states
provide personal care services only to the categori-
cally eligible.®* A few states do not include person-
al care in their state plan, but provide this service to
children covered by the EPSDT mandate.

A major financial issue that can arise is whether
state payment rates are adequate to recruit
enough personal care workers and attendants to
meet demand. Expenditure concerns, as noted
earlier, have prompted many states to turn to an
HCBS waiver program to secure Medicaid financ-
ing of personal care assistance services, since the
waiver program permits tighter cost and use lim-
its. Table 4-1 summarizes the differences in per-
sonal care service coverage between state plan
and HCBS waiver programs.

Targeted Case Management

States can amend their state plans to cover case
management services for specified groups of

Issue Personal Care Option

Table 4-1. Differences in Medicaid Coverage of Personal Care Services

1915(c) Waivers

Entitlement

need for the service.

If included in the state plan, states
must provide services to all
categorically eligible Medicaid bene-
ficiaries who demonstrate a medical

States can limit the number of
people served in the waiver
program. But once the person is
determined eligible for the program
and enrolled, a state may not deny a
waiver-provided service for which
the person has an assessed need.

Functional Criteria

Financial Criteria

Services

Beneficiaries must have functional
limitations that result in a need for
the services covered.

Beneficiaries must meet community
financial eligibility standards.

Services include only those speci-
fied in the Federal definition of
personal care services.

Beneficiaries must meet the mini-
mum institutional level of care
criteria.

State may set financial eligibility
criteria up to 300 percent ($1536) of
the Federal SSI payment standard
($512).

Coverage can include a very broad
array of state-defined services.
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Medicaid beneficiaries without making such serv-
ices available to all beneficiaries (hence, the term
“targeted”).* Targeted case management services
are exempt from the comparability requirement
and can also be offered on a less than statewide
basis.®

States are free to define the groups to whom they
will provide targeted case management services
and there is no limit on the number of groups who
may receive such services. For example, a state
may have a distinct coverage for Medicaid benefi-
ciaries who have a developmental disability and
another distinct coverage for those who have a
mental illness. And the statute expressly provides
that a state may offer these services to individuals
with acquired immune deficiency syndrome
(AIDS) or with AIDS-related conditions. Target
groups states have established include:

* Persons with developmental disabilities (as
defined by the state)

* Children from birth to age 3 who are experi-
encing developmental delays or behavioral
disorders as measured and verified by diag-
nostic instruments and procedures

* Children from birth to age 21 who have chron-
ic health conditions

» Persons with severe and persistent mental ill-
ness as defined by the state

* Pregnant women and infants up to age 1
* Individuals with hemophilia

* Individuals 60 years of age or older who have
two or more physical or mental diagnoses that
result in a need for two or more services

* Individuals with AIDS or HIV-related disor-
ders

* Persons being transitioned from nursing
homes to the community.

A state may define a target population broadly
(e.g., all Medicaid-eligible individuals with a
developmental disability) or more narrowly (e.g.,
Medicaid-eligible individuals with a developmen-

tal disability who also have a mental illness).
Although the targeting aspects of this case man-
agement coverage make it somewhat akin to the
HCBS waiver program, there is one important dif-
ference. As with any other state plan service, once
a state has established its target population, case
management services must be furnished to all eli-
gible individuals. A state may not limit the num-
ber of eligible individuals who may receive these
services.

States do have the option of limiting the entities
that may furnish targeted case management serv-
ices to individuals with a developmental disabili-
ty or a mental illness. This provision enables states
to tie provision of these services to the “single
point of entry” systems common in state service
systems that serve these populations, so that
states can maintain a unified approach to service
delivery. (See Chapter 9 for a discussion of single
point of entry systems.)

The services a state offers under targeted case
management can be described as “planning, link-
ing, and monitoring” provision of direct services
and supports obtained from various sources (the
Medicaid program itself, other public programs,
and a wide variety of private sources)—making
their scope very broad. Examples that HCFA cites
include assistance in obtaining food stamps, energy
assistance, emergency housing, and legal services.
Permitted activities can also include service/sup-
port planning (including assessment) and monitor-
ing delivery of direct services and supports in
order to ensure they are meeting the person’s
needs.

Although a wide range of activities on behalf of
beneficiaries can be included within the scope of
targeted case management, some cannot. In par-
ticular:

» Activities related to authorization and
approval of Medicaid services.*

« Activities related to making basic Medicaid
eligibility determinations.

« Activities that constitute “direct services” to
the consumer. For example, the activity of
transporting an individual to and from a doc-



tor’s appointment is outside the scope of tar-
geted case management. To the extent that this
activity is necessary, it could be paid for as a
Medicaid state plan service rather than as a
targeted case management service. The per-
son’s case manager may certainly transport
the individual to a physician’s appointment.
Although the costs involved cannot be
claimed as case management (because the
service is direct), they may be reimbursed as a
transportation service under the Medicaid
state plan or as an administrative expense.”

» Activities provided to institutionalized per-
sons. This restriction is based on two Federal
provisions: (a) Federal regulations concerning
Medicaid institutional services require that
facilities provide care coordination services to
residents and (b) Medicaid prohibits duplicate
payments for the same service. However, tar-
geted case management services may be pro-
vided to institutionalized persons in the last
180 consecutive days of a Medicaid-eligible
person’s institutional stay, if provided for
community transition. (Chapter 6 discusses
transition issues in detail.)

» Activities that overlap or duplicate similar
services a person receives through other
means. For example, home health agencies are
required to develop care plans for the individ-
uals they serve. Targeted case management
services cannot include development of these
care plans. But they may include ensuring that
the care plans are carried out and meet the
consumer’s needs.

While the activities listed above are not reim-
bursable under the targeted case management
option, they are often billable under other options—
such as clinical case management that is part of a
service or administrative case management.

As this list makes clear, limitations on the scope of
targeted case management services revolve main-
ly around avoiding duplication with other activi-
ties—either that the single state Medicaid agency
must conduct in any case, or that are more prop-
erly claimed and reimbursable as direct services
under the Medicaid state plan.
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Because targeted case management can be provid-
ed to a larger number of Medicaid beneficiaries
than are served under an HCBS waiver program,
many states dropped case management from their
HCBS waiver program once targeted case man-
agement became a state plan option. The majority
of states have now dropped coverage of case man-
agement for persons with developmental disabili-
ties under their HCBS waiver programs in favor
of the state plan option.

Case management and service coordination are
common features of home and community service
systems in most states. Hence, there is a good fit
between this coverage option and how states have
organized their home and community service
delivery systems. Targeted case management
services can be made available to persons who
qualify for a state’s HCBS waiver program (in lieu
of providing such services under the waiver pro-
gram) as well as for individuals who do not par-
ticipate in the waiver program.

Some states cover case management services
under their HCBS waiver programs and use the
targeted case management option for Medicaid
beneficiaries not receiving waiver services. For
example, Wyoming covers case management
services in its HCBS waiver programs for adults
and children with developmental disabilities, and
makes targeted case management services avail-
able to individuals who have been wait-listed for
the waiver services.

Clinic Services®

Especially for individuals who have a mental ill-
ness, states have the option of covering special-
ized treatment services and other supports under
several state plan benefits. The two benefits states
most frequently cover are the optional clinic ben-
efit and the optional rehabilitative services bene-
fit. States employ the clinic option for a wide vari-
ety of purposes in their state Medicaid programs,
including paying for services furnished through
health-care clinics and community mental health
centers. The clinic option also serves as a means of
paying for mental health services furnished to
Medicaid beneficiaries on an outpatient basis.
Mental health clinics may provide mental health



66 UNDERSTANDING MEDICAID HOME AND COMMUNITY SERVICES: A PRIMER

therapy and other treatment to Medicaid benefici-
aries—services needed by people who have seri-
ous and persistent mental illness and need long-
term care services and supports to remain in their
communities. The clinical services provided
through the clinic option must be site based and
supervised by a physician.

Rehabilitative Services®

The rehabilitative services option allows states
more flexibility to design service packages than
does the clinic option, because of its broad defini-
tion in Federal regulation: “any medical or reme-
dial services recommended by a physician or
other licensed practitioner of the healing arts,
within the scope of his practice under state law,
for maximum reduction of physical or mental dis-
abilities and restoration of a recipient to his/her
best functional level.”

Rehabilitative services can include services also
covered under the clinic option. But unlike servic-
es under that option, they are portable (i.e., not
limited to specific sites under the direct, on-site

supervision of a physician). Many other services
also fall within the scope of rehabilitative services.
Psychiatric rehabilitation services include basic
living skills training (including independent liv-
ing skills and cognitive skills, as well as education
regarding medications and medication manage-
ment), social skills training, counseling and thera-
py, and collateral services (consultation with and
training of others, including family members, pri-
mary caretaker, providers, legal guardians or
other representatives, and significant others).
Such training and counseling is limited to activi-
ties that directly support the individual .

Collateral services can be covered as a specific
stand-alone category or as part of day treatment or
intensive in-home services. Through this activity,
reimbursement is provided for face-to-face en-
counters with people who are important in the
beneficiary’s life, when those encounters are need-
ed to develop or implement the rehabilitation
plan.

Psychiatric rehabilitation services are furnished in
a variety of locations, including homes, partial
hospitalization or day programs for adults, day

How States Use the Rehabilitative Services Option

South Carolina. Mental health services are dually covered under the clinic and rehabilitation options and are
targeted to adults with psychiatric disability and children with serious emotional disturbance. The state uses
these two options to cover a wide range of services including:

* Assessment services

» Case consultation

* Crisis intervention and management

* Individual, family, and group therapy

* Rehabilitative psychosocial therapy

* Intensive in-home services * Restorative independent living skills

* Family preservation services * Therapeutic foster care services

* Children’s day treatment (including behavior/emotional evaluation, role performance and functioning, family
functioning, and social and behavioral intervention).

* Treatment planning

* Care coordination

* Youth crisis treatment

* Medication compliance activities
* Psychiatric medical assessment

California. The state covers a wide range of mental health services, in-home services, and collateral services.
Rehabilitation services for children with serious emotional disturbances are designed to assist the child/adoles-
cent in gaining the social and functional skills necessary for appropriate development and social integration.
These services can be provided in any setting, including residential placements. Intensive day treatment is often
integrated into an education component and can be full- or half-day.

Illinois. Among other services, the state covers individual/family social rehabilitation, which involves structured
activities to improve social, emotional, cognitive, interpersonal, or community-adaptive functioning.




treatment programs in schools or other locations
for children, and residential placements (includ-
ing facilities of less than 16 beds, such as group
homes or therapeutic foster care homes). Crisis
services and early intervention services, including
services for very young children exhibiting signs
of serious emotional disorders, are also furnished
under this option.

These services, along with personal care and tar-
geted case management, can be combined to meet
a wide range of service and support needs for per-
sons who have a mental illness. Of the 35 states
that use the rehabilitative services option, 25 also
provide targeted case management services to
such persons.®

The clinic and rehabilitative services coverage
options are not generally used to provide long-
term care services and supports to individuals
with disabilities other than mental illness. During
the 1970s and 1980s, a few states secured HCFA
approval to cover daytime services for persons
with mental retardation and other developmental
disabilities under either the clinic or the rehabili-
tative option. However, the Agency ultimately
ruled that the services being furnished were habil-
itative rather than rehabilitative and consequently
could not be covered under either option.

Congress acted in 1989 to permit states that had
secured HCFA approval of these coverages to
continue them but effectively prohibited other
states from adding such coverage. The main basis
for HCFA'’s ruling was that habilitative services
could be furnished only to residents of ICFs/MR
under the state Medicaid plan or through an
HCBS waiver program for individuals who might
otherwise be eligible for ICF/MR services. A few
states have maintained their coverage of these
services. But many have dismantled their cover-
ages in favor of offering similar services through
their HCBS waiver programs.

Services That May Be Offered under a
Home and Community Based Services
Waiver Program?®

In waiver programs states have the greatest flexi-
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bility to design programs that meet the unique
needs of individuals with disabilities. To assist

states in submitting requests to begin waiver pro-
grams, HCFA issued a standard HCBS waiver
application format in the early 1990s. This stan-
dard format now includes HCFA-suggested defi-
nitions of a wide range of services states may use
to specify what their waiver programs will cover.
Many of these suggested service definitions
evolved from services that specific states pro-
posed and HCFA approved in the past.

But the services a state may offer under waiver
authority are by no means limited to definitions in
the standard format. In using the standard format,
a state is free to accept the HCFA definition as is,
modify it to reflect other activities and considera-
tions important to the state, and/or propose a
new service entirely. Many states use the HCFA
definitions (often with modifications). But many

Some States Operate Many Different Programs

Collectively, the 50 states operate about 250 distinct
HCBS waiver programs. For example, Colorado
operates ten such programs: five distinct waiver pro-
grams for individuals with developmental disabilities,
one for people with mental iliness, one for individu-
als who have had a brain injury, one for persons with
AIDS, one for the “elderly, blind, and disabled,” and
a final one for children who are medically fragile.

others have proposed alternative definitions to
ensure the service description matches what they
really have in mind.

Because the HCFA service definitions may not be
a perfect match for what a state wants—and
because HCFA requires a precise definition of
what will be furnished to waiver participants®—
it is best to begin by developing a clear under-
standing of what the state intends. This analysis
should encompass the types of services and sup-
ports to be delivered, as well as how, where, and
by whom. Gaining a comprehensive understand-
ing of its objectives puts a state in a good position
to decide how well the definitions in the standard
format “fit.” A good rule of thumb in considering
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How Michigan’s HCBS Waiver for People with Developmental Disabilities Defines Supports Coordination

“Supports Coordination involves working with the Waiver participant, and others that are identified by the par-
ticipant such as family members, in developing an Individual Plan of Supports/Services. Utilizing person-
centered processes (including planning), support coordination assists in identifying and implementing support
strategies. Support strategies will incorporate the principles of empowerment, community inclusion, health and
safety assurances, and the use of natural supports. Support coordinators will work closely with the participant
to assure his or her ongoing satisfaction with the process and outcomes of the supports, services, and available
resources.

“Supports coordination means face-to-face and related contacts including activities which assure that: the
desires and needs of the participant are determined; the supports and services desired and needed by the par-
ticipant are identified and implemented; housing and employment issues are addressed; social networks are
developed; appointments and meetings are scheduled; person-centered planning is provided; natural and com-
munity supports are utilized; the quality of the supports and services as well as the health and safety of the par-
ticipant are monitored; income/benefits are maximized; activities are documented; and plans of supports/serv-
ices are reviewed at such intervals as are indicated during planning.”

HCFA-predefined coverage is: “If it fits, use it. If  uals gain access to non-Medicaid services.

it almost fits, change it to fit. If it doesn’t fit at all,

propose a new service.” States may choose to have case managers conduct
routine monitoring of services and to initiate and
oversee the assessment and reassessment of the

. individual’s level of care. Alternatively, they can
Coverages Included in the Standard HCBS choose to have these activities performed by

Waiver Application Format another entity.

This subsection describes the HCBS waiver service
options included in the standard HCBS waiver
application format. This discussion, with very few
exceptions, follows the order in which these servic-
es are listed in the standard format. It groups them,
for easy reading, into seven service categories.
(Consult Appendix | for complete definitions of all
the services included in the standard format, with
relevant requirements and restrictions.)

Case management services are a typical compo-
nent of HCBS waiver programs regardless of tar-
get population.? States that do not include case
management as a service under their HCBS waiv-
er programs typically furnish such services either
through the targeted case management option
under the Medicaid state plan or as an adminis-
trative activity. (Chapter 5 discusses each of these
options in detail.)

Case management/care coordination
services

Case management: Assistance in gaining access to
needed waiver and other state plan services, as
well as needed medical, social, educational, and
other services, regardless of the funding source for
the services to which access is gained.

Personal care/personal assistance services

This service grouping includes services usually
furnished to individuals who live in their own
home or the family home. But they can be fur-
nished to people who have other living arrange-
ments as well. The services have some differences,
but all revolve mainly around provision of per-
sonal assistance in performing ADLs or IADLs.
These services may be provided anywhere in the
community, not just in a person’s home.

Activities performed under this definition may
include: (a) assessment; (b) service/support plan-
ning; (c) arranging for services; (d) coordinating
service providers; (e) monitoring and overseeing
provision of HCBS waiver and other services fur-
nished to the participant; and (f) helping individ-

Homemaker: Assistance with general household
activities—meal preparation, cleaning, grocery



shopping, and other routine household tasks—
provided by a trained homemaker.

Homemaker services are a subset of personal
assistance services, furnished when there is no
other means of attending to general household
activities. Generally homemakers do not provide
assistance with ADLs. However, the same person
may provide both personal assistance and home-
maker tasks and many persons with disabilities
prefer such an arrangement. Coverage of home-
maker services is most common in HCBS waiver
programs that serve elderly individuals, although
it is sometimes included in programs serving
other populations as well. Homemaker services
may not be covered under a state’s Medicaid plan
on a stand-alone basis; they may be provided only
as an adjunct to personal care services furnished
under the Medicaid state plan.

Home health aide services: These are the same ser-
vices provided under Medicaid’s home health ben-
efit, except that limitations on the amount, dura-
tion, and scope of such services imposed by the
state’s approved Medicaid plan are not applicable.

Home health aide services do not have to be pro-
vided by a home health agency. States are free to
define home health aide services using different
criteria (e.g., services provided by certified nurse
assistants). Cost concerns lead many states to
restrict the amount of home health aide services
provided through Medicaid’s mandatory home
health benefit. For example, a state may impose a
maximum number of hours a week for home
health aide services. Under a waiver program, a
state may permit a greater amount of such servic-
es, subject to the waiver cost cap. However, they
must be in addition to services provided under
the state plan.

Personal care services: Assistance with eating,
bathing, dressing, personal hygiene, and other
ADLs. May include assistance with meal prepara-
tion. May also include such housekeeping chores
as laundry, bedmaking, dusting, and vacuuming,
which are incidental to the assistance provided or
essential to the health and welfare of the individual
(rather than the individual’s family).

This definition parallels the scope of personal care
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A Frequent Problem in Designing Waiver
Coverages: Tendency to Tie Them to Particular
Service Settings

In designing HCBS waiver programs it is helpful to
remember that services can be furnished in both the
home and a wide range of community settings.
Historically, in developmental disabilities services, for
example, states have tended to identify “day habilita-
tion” with particular sites. This has had the effect of
preventing habilitation services from being furnished
to individuals in everyday community settings where
training could be used to assist the individual in mas-
tering skills important in community life. Several
states are now removing the ties of this service to
specific sites.

Another example of problems that can be caused by
tying a service to a particular setting can be found in
the area of personal care/personal assistance.
Personal care can be defined in a way that ties its
delivery to a person’s living arrangement. But it can
also be defined more flexibly, to permit provision of
personal assistance in both the home and other com-
munity settings (as in the case of Michigan’s HCBS
waiver program for people with developmental dis-
abilities). Defined in this alternative fashion, personal
assistance services can be furnished more flexibly
and more in accordance with the individual’s particu-
lar needs and preferences.

services that may be furnished under the
Medicaid state plan. States frequently broaden the
standard waiver definition to include assisting the
individual with IADLs and with participation in
activities outside the individual’s home. A state
may cover personal care services under both its
state plan and an HCBS waiver program. But to
do so it must demonstrate that the proposed
HCBS waiver coverage is different from—or in
addition to—services in the state plan (as dis-
cussed in the section on Federal policy considera-
tions earlier in this chapter).

States may choose whether members of the per-
son’s family (excluding spouses and parents of
minor children) may serve as providers of person-
al care. If a state chooses to allow family members
to provide services, it may either require them to
meet the same qualifications as other individuals
providing such services or apply different stan-
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dards. HCFA policy guidelines generally discour-
age use of family members as providers of per-
sonal care services, except to the extent other
providers are not available or special circum-
stances exist. States may also choose by whom
and how frequently personal care services will be
monitored. (See Chapter 8 for guidelines related
to the payment of family members.)

Personal care services are found in nearly all
HCBS waiver programs, irrespective of target
population. They are the main vehicle states use to
furnish services and supports to individuals liv-
ing in their own homes who need either direct
assistance in performing ADLs and IADLs or help
in performing everyday household activities.

In some instances, these services are furnished to
individuals who reside in living arrangements
owned or managed by provider agencies—includ-
ing foster living arrangements and group living
arrangements. In these cases, Medicaid funding
can be used along with other resources to meet the
costs of supporting the individual in that living
arrangement. In other words, the “personal care”
component of the service is qualified for Medicaid
funding under the HCBS waiver program. (See
Chapter 5 for a detailed discussion.)

Chore services: Services needed to maintain the
home in a clean, sanitary, and safe environment.
This service includes heavy household chores such
as washing floors, windows, and walls; tacking
down loose rugs and tiles; and moving heavy
items of furniture to provide safe access and
egress.

Chore services are distinguished from homemak-
er services by their sporadic nature and the fact
that they generally require more effort or skill to
perform. Coverage of chore services is typically
found in HCBS waiver programs serving older
persons and/or persons with physical disabilities.
Chore services may be provided only as an
adjunct to provision of personal care services
under the state plan (not on a stand-alone basis
under that plan).

Attendant care services: Hands-on care, of both a
supportive and health-related nature, which sub-
stitutes for the absence, loss, diminution, or

impairment of a physical or cognitive function.
This service may include skilled nursing care to
the extent permitted by state law. Housekeeping
activities incidental to the performance of care
may be furnished as part of this activity.

Attendant care services are similar in scope to per-
sonal care services, although they may include
greater emphasis on addressing the health care
needs of beneficiaries. States may choose to have
the attendant supervised by a nurse or by the ben-
eficiary. Attendant care services are most com-
monly covered in HCBS waiver programs for peo-
ple with physical disabilities, although they are
covered in programs that target other groups as
well. For example, lowa’s HCBS waiver program
for persons with mental retardation includes cov-
erage of “consumer-directed attendant care.”
Attendant care services may be furnished on a
stand-alone basis under the Medicaid state plan
when they are defined as personal care/personal
assistance services.

Services usually furnished in settings other
than a person’s home

States employ HCBS waiver funding to under-
write a portion of the costs of supporting a person
in living arrangements other than the person’s
home. Typically, HCBS waiver dollars underwrite
the non-room and board component of these living
arrangements, including personal care, training
and supervision, as well as the provision of other
services. Since HCFA's coverage definitions antic-
ipate that individuals will receive various types of
supports in such living arrangements, using these
definitions avoids having to make separate pay-
ments for each distinct type of activity.

Residential habilitation: Assistance with acquisi-
tion, retention, or improvement in skills related to
ADLs (which, as noted earlier, states can define as
they choose), such as personal grooming and
cleanliness, bed making and household chores, eat-
ing and preparation of food, and social and adap-
tive skills necessary to enable the individual to live
in a non-institutional setting.®

States have the option of covering habilitation
services in two major ways: residential habilita-
tion and day habilitation (described in the next
major service category). Residential habilitation



combines habilitation, personal care, and supervi-
sion into a single service and is most commonly
employed in HCBS waiver programs for persons
with mental retardation and other developmental
disabilities who are served in group homes or
similar living arrangements. But residential habil-
itation services may also be furnished to individu-
als who have their own living arrangement. In
covering residential habilitation services, a state
may also include transportation services fur-
nished on behalf of residents within the scope of
the residential services (rather than covering such
services separately). Room and board costs associ-
ated with furnishing residential habilitation serv-
ices are not eligible for Medicaid funding.

Habilitation services (whether day or residential)
may not be furnished under the Medicaid state
plan except to individuals who are residents of
ICFs/MR. Habilitation services outside an ICF/
MR may only be furnished through an HCBS
waiver program.

Adult foster care: Includes personal care and serv-
ices, homemaker, chore, attendant care, compan-
ion services, and medication oversight (to the
extent permitted under state law) provided in a
licensed (where applicable) private home by a prin-
cipal care provider who lives in the home.

Adult foster care involves the provision of services
and supports to individuals who live in the home
of a non-relative caregiver responsible for meeting
the individual’s personal care and other needs.®
Typically these living arrangements are made
available to individuals with physical disabilities or
who are elderly, although many states also use
such living arrangements to support people with
developmental disabilities in the community.
Using this service definition enables states to pull
all these services together into a single coverage
(rather than covering each activity as a distinct
service).

Assisted living: Personal care and services, home-
maker, chore, attendant care, companion services,
medication oversight (to the extent permitted
under state law), and therapeutic social and recre-
ational programming provided in a home-like envi-
ronment in a licensed (where applicable) commu-
nity care facility in conjunction with residence in
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the facility.

States that cover assisted living in a waiver pro-
gram can pull together under a single coverage a
wide variety of services and supports (including
health and therapeutic services) that are furnished
to individuals who live in “assisted living” cen-
ters. (Coverage of assisted living is discussed in
detail in Chapter 5.)

Specialized, disability-related services

Various specialized services may be furnished
under an HCBS waiver program. These services,
which can be provided to individuals with specif-
ic conditions and impairments, are usually fur-
nished away from the individual’s living arrange-
ment. They include: (a) day habilitation and
“extended habilitation” services; (b) adult day
health services; and (c) mental health services.

Day habilitation: Assistance with acquisition,
retention, or improvement in self-help, socializa-
tion, and adaptive skills to enable individuals to
attain or maintain their maximum functional level.

Day habilitation services are covered by nearly
every state that operates an HCBS waiver pro-
gram for people with mental retardation and
other developmental disabilities. Generally, such
services are furnished at a facility in the commu-
nity. However, a growing number of states are
encouraging provision of these services in other
community locations, to promote community
integration and improve the relevancy of skill
training. Transportation services may be included
in the scope of day habilitation services.

Although states have historically provided habili-
tation services under an HCBS waiver only to
individuals with mental retardation or related
conditions that occurred before age 22, neither
Medicaid law nor implementing regulations
restrict who may receive habilitation services in
an HCBS waiver. Other individuals who do not
have mental retardation or related conditions,
such as persons with traumatic brain injury or
other physical disabilities that occurred after age
22, may also benefit from habilitation services
under the waiver. Accordingly, states may pro-
vide habilitation services—including the expand-
ed habilitation services of educational, prevoca-
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tional and supported employment services—
under an HCBS waiver to people of all ages who
qualify for the waiver. (See Appendix Il for the
complete text of HCFA'’s guidance on this issue.)

“Extended Habilitation Services.” Extended
habilitation services include (a) prevocational
services, (b) educational services, and (c) sup-
ported employment services.” In 1986, Con-
gress amended the HCBS waiver statute to
enable states to offer “extended” habilitation
services. These services have traditionally
been provided only to individuals with men-
tal retardation and other developmental dis-
abilities. However, recent HCFA guidance
has clarified that they may also be offered to
other groups who can benefit from them,
such as persons who have had brain trauma
or acquired brain disorder. (See Appendix Il
for the complete text of HCFA’s guidance.)

Extended habilitation services can be combined
with one another and with day habilitation to sup-
port individuals in a variety of ways (i.e., provi-
sion of one type of habilitation service does not
exclude provision of others). But none of the
extended habilitation services provided through
HCBS waiver programs can be reimbursed if they
are available through programs funded under
either the Rehabilitation Act of 1973 or the In-
dividuals with Disabilities Education Act (IDEA).
States must document that these services are not
available through those programs.

(a) Prevocational services encompass assistance
aimed at preparing an individual for paid or
unpaid employment. The preparation is not job-
task oriented. Rather, it includes teaching such
concepts as compliance, attendance, task comple-
tion, problem solving, and safety. Prevocational
services concentrate on skill training individuals
might require to secure employment—including
training directed to work goals such as improve-
ments in attention span and motor skills (rather
than explicit employment objectives). Medicaid
law does not permit a state to offer what are
termed “vocational services” (with the single
exception of supported employment services, as
discussed below)—making the definition of pre-
vocational services decidedly habilitative.?

With respect to individuals with developmental
disabilities, prevocational services cannot be pro-
vided under the Medicaid state plan except to res-
idents of an ICF/MR. A state may include in the
scope of these services costs of transportation to
and from the site at which this training takes
place. About three-quarters of the states operating
HCBS waiver programs for people with develop-
mental disabilities offer this service, generally at
fixed sites in the community.®

(b) Educational services encompass special educa-
tion and related services as defined in IDEA, to
the extent they are not available under an IDEA-
funded program. These services may be furnished
as supplements to special education services pro-
vided to school-age individuals. But they may
also be defined in an alternative way that can
include education and training for adults no
longer receiving special education services. Very
few states offer educational services in their HCBS
waiver programs.

(c) Supported employment services include those
activities needed to sustain paid work by individ-
uals receiving waiver services, including supervi-
sion and training. Supported employment servic-
es and supports may be offered to individuals
when needed to obtain and maintain a job in the
community regardless of the wage they earn. As
with all waiver services, states may use their own
definition of supported employment as long as
the intent of the service is to assist individuals to
obtain and maintain employment. In some states,
provision of supported employment services is
coordinated between the state vocational rehabili-
tation authority (which underwrites initial training
costs) and the developmental disabilities program
(which provides “follow-along” services through
the HCBS waiver programs).

The services states offer under this coverage
include “job coaching,” which enables an individ-
ual to learn how to perform a job at a community
employment site. Extended habilitation services
may also include transportation costs associated
with the person’s getting to and from the job site,
adaptive aids and equipment necessary for the
person to secure a job, and other supports.
Supported employment services may not be fur-
nished under the Medicaid state plan except to



individuals who reside in ICFs/MR.

Adult day health: Health, therapy, and social servic-
es needed to ensure an individual’s optimal func-
tioning, furnished in an outpatient setting, four or
more hours per day on a regularly scheduled basis,
for one or more days per week.

These services are generally provided to older
persons at senior centers or similar community
facilities. Most states require that adult health pro-
grams have medical personnel available on site to

Supported Employment Services in Colorado’s
HCBS Waiver Program for People with
Developmental Disabilities

The following are included in Colorado’s supported
employment services:

= Individualized assessment that may include com-
munity orientation and job exploration

< Individualized job development and placement
services that produce an appropriate job match for
the individual and his/her employer

= Ongoing support, training, and facilitation in job
finding, job skill acquisition, job retention, career
development, and work-related activities

= Intervention and training needed to benefit from
supported employment services and other sup-
ports that would help remove or diminish common
barriers to participation in employment and to the
building of community relationships.

address health care needs. Coverage of these serv-
ices is nearly universal in HCBS waiver programs
that serve seniors with severe impairments.

As a component of adult day health services,
states have the option to cover transportation
between the individual’s place of residence and
the adult day health center.

Services for individuals with serious
persistent mental illness

A state may cover three specialized services for
individuals who have serious persistent mental
iliness: (a) clinic services; (b) day treatment or
other partial hospitalization services; and (c) psy-
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chiatric rehabilitation services. These services also
may be offered in HCBS waiver programs serving
other target populations that include individuals
who have a “dual diagnosis” (e.g., mental retar-
dation and a psychiatric condition). Clinic and
day treatment services are primarily for diagnosis
and treatment of mental illness. In contrast, psy-
chiatric rehabilitation services are aimed primari-
ly at achieving maximum reduction of physical or
mental disability and restoration of maximum
functioning.

The standard HCFA definitions of these services
encompass a wide range of assistance to individu-
als who have a mental illness and are in keeping
with contemporary views on mental health servic-
es. These views stress the need not only to treat
the mental illness but also to assist individuals to
function in their communities.

Clinic services: Outpatient mental health therapy
and treatment.

States that select this option may offer mental
health clinic services to HCBS waiver participants.
The advantage of covering these services under an
HCBS waiver program is that they may be fur-
nished in locations other than clinic sites.®

Day treatment or other partial hospitalization ser-
vices: Services necessary for diagnosis or treat-
ment of an individual’s mental illness. These serv-
ices can include diagnostic services, psychothera-
py, family counseling, occupational and activity
therapy, medications, and training and education
of the individual.

Day treatment services are akin to outpatient
mental health services. Their purpose is to main-
tain the individual’s condition and functional
level and to prevent relapse or hospitalization.
Partial hospitalization services are very similar to
a hospital inpatient program, except the individ-
ual does not stay in the hospital 24 hours a day.
With respect to adult services, day treatment is a
term sometimes used interchangeably with partial
hospitalization. But for children, it often means a
facility-based day program that includes school-
ing, with supplemental mental health rehabilita-
tion and/or counseling as well. The scope of serv-
ices a state may furnish under an HCBS waiver
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program is relatively broad. And unlike the
Medicaid state plan clinic option, these services
are not restricted to particular sites.

Psychiatric rehabilitation services: Medical or re-
medial services for maximum reduction of physi-
cal or mental disability and restoration of maxi-
mum functioning. Specific services include (a)
restoration and maintenance of daily living skills
(grooming, personal hygiene, cooking, nutrition,
health and mental health education, medication
management, money management, and mainte-
nance of the living environment), (b) social skills
training in appropriate use of community servic-
es, (c) development of appropriate personal sup-
port networks, (d) therapeutic recreational servic-
es (focused on therapeutic intervention rather
than diversion®), and (e) telephone monitoring
and counseling services.

Psychiatric rehabilitation services integrate the
provision of clinical mental health services with
provision of other supports to address the full
range of needs an individual with a mental illness
might have. Day treatment services, in contrast,
are confined largely to clinical services.

Health-related services

This category covers a variety of skilled services
that persons with disabilities or chronic condi-
tions may need but that either cannot be provided,
or are provided on a more limited basis, under the
state plan.

Skilled nursing: Services within the scope of a
state’s Nurse Practice Act that are provided by a
registered professional nurse, or by a licensed
practical or vocational nurse under the supervi-
sion of a registered nurse.

This option enables a state to cover nursing serv-
ices not available through the Medicaid state plan.
Frequently, it is used in states where the Nurse
Practice Act dictates that nurses perform various
services on behalf of consumers (administer med-
ications and injections, change feeding tubes, and
so forth).

Private duty nursing: Individual and continuous
care (in contrast to part-time or intermittent care)
provided by licensed nurses within the scope of

state law.

Private duty nursing is similar to skilled nursing
except that it is more intensive and can cover situ-
ations when a nurse must be with the person for
extended periods throughout the day—including
24-hour-a-day coverage if needed to attend to the
person’s health care needs.

Extended state plan services: States may provide
the same health and other services as available
through the state plan, without the limitations on
amount, duration, and scope specified in the plan.
These services will be provided under the state
plan until the plan limitations have been reached.
They can include physician services; home health
nursing services; physical and occupational thera-
py services; speech, language, and hearing servic-
es; prescribed drugs; dental services; vision servic-
es; and other state plan services.

A state might choose to include these services in
its HCBS waiver program because its state plan
limits either the amount or scope of the services.
(A) A state might limit the number of times an
individual can receive physical therapy services,
for example. By covering physical therapy as an
“extended state plan” service, a state could pro-
vide for additional visits. (B) Or a state may
require that physical and occupational therapy be
provided only on a restorative basis (e.g., to indi-
viduals who have lost function as the result of an
illness or accident). These therapies can also be
valuable for individuals with permanent disabili-
ties, however, because they can prevent deteriora-
tion and improve functioning.® An HCBS waiver
program can include such coverage.*

Assistive devices, adaptive aids, and
equipment; home and vehicle modifications

Environmental accessibility adaptations: Those
physical adaptations to the home that either (a) are
necessary to ensure the health, welfare, and safety
of individuals or (b) enable them to function more
independently in the home and without which
they would require institutionalization.

Home adaptations can almost never be covered
under the Medicaid state plan. But Medicaid per-
mits a wide range of adaptations under an
approved waiver program.
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Home and Vehicle Adaptations Included in Pennsylvania’s HCBS Waiver Program

HCFA recently approved Pennsylvania’s waiver program for individuals with mental retardation and related con-
ditions. It includes the following household adaptations:

= Ramps from street, sidewalk, or house, including portable vehicle ramps

Handrails and grab bars in and around the house

That part of a smoke/fire alarm or detection system adapted for individuals with sensory impairments
Outside railing from street to home

Widened doorways, landings, and hallways

Kitchen counter, major appliance, sink, and cabinet modifications

Bathroom modifications for bathing, showering, toileting, and personal care needs

Bedroom modifications of bed, wardrobe, desks, shelving, and dressers

Workroom modifications to desks and other working areas

Stair glider and elevating systems.

The waiver program limits physical adaptations to household vehicles to the following:

= Vehicular lifts

< Interior alteration such as seats, head and leg rests, and belts

= Customized devices necessary for the individual to be transported safely
in the community, including driver control devices.

The various adaptations covered in Pennsylvania’s HCBS waiver program are relevant to meeting the needs of
individuals who have physical impairments regardless of the cause of their disability. In one form or another, cov-
erage of these adaptations is very common in HCBS waiver programs that serve individuals with physical impair-

ments, regardless of their age or specific condition.

Specialized medical equipment and supplies: De-
vices, controls, or appliances that enable individu-
als to increase their abilities to perform ADLs, or
to perceive, control, or communicate with the
environment in which they live. This service also
includes items necessary for life support, ancillary
supplies, and equipment necessary to the proper
functioning of such items, and durable and non-
durable medical equipment not available under the
Medicaid state plan.

This coverage can address a variety of needs and
purposes. These include providing:

» Aids and devices to enable persons with mem-
ory impairments to adhere to a medication
schedule (e.g., medication administration
boxes with timed alarms)

+ Communication aids and devices, including
expressive and receptive communication aug-
mentative devices (e.g., electronic communi-
cation devices)

« Skill acquisition supports that make learning
more purposeful and useful, including com-
puters, computer adaptations, software, or
instructional aids

+ “Assistive technology” services. These cover a
full range of services and adaptations that en-
able individuals with severe disabilities to use
technology to perform activities on their own.

An enormous variety of devices and supplies can
be offered under this coverage. Again, it is more
common than not for HCBS waiver programs that
serve persons with physical impairments to cover
these services. One of the main benefits of cover-
ing many of these services is that they can reduce
the need to provide workers to perform tasks on
behalf of individuals, enabling them to be more
independent and self-sufficient.

In addition to equipment and devices, states may
cover other types of services in order to provide
assistance in a different form. California’s devel-
opmental disabilities waiver program, for exam-
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ple, covers “communication aides,” which are
“those human services necessary to facilitate and
assist persons with a hearing, speech, or vision
impairment to be able to effectively communicate
with service providers, family, friends, co-work-
ers, and the general public.” Allowable commu-
nication aides include (a) facilitators; (b) inter-
preters and interpreter services; (c) translators
and translator services; and (d) readers and read-
ing services.

Personal emergency response systems or PERS:
Electronic devices that enable certain individuals
at high risk of institutionalization to secure help
in an emergency. PERS services are limited to
those individuals who live alone, who are alone
for significant parts of the day, or who have no
regular caregiver for extended periods of time,
and would otherwise require extensive routine
supervision.

These systems are covered in HCBS waiver pro-
grams that serve a variety of populations, particu-
larly elderly persons. Equipping consumers with
this capacity reduces the need for on-site over-
sight and makes it possible for individuals to live
more independently and safely. Some states have
defined PERS more broadly than the standard def-
inition. California’s HCBS waiver program for peo-
ple with developmental disabilities, for example,
covers the following items as PERS: (a) 24-hour
answering/paging; (b) beepers; (c) MedicAlert
bracelets; (d) intercoms; (e) life-lines; (f) fire/safety
devices, such as fire extinguishers and rope lad-
ders; (g) monitoring services; (h) light fixture
adaptations (blinking lights, etc.); (i) telephone
adaptive devices not available from the telephone
company; and (j) other electronic devices/services
designed for emergency assistance.

Transportation: Services that enable waiver par-
ticipants to gain access to waiver and other com-
munity services, activities, and resources specified
by the plan of care. This service must be a supple-
ment to mandatory assurance of medical trans-
portation,®> and to other transportation services
that may be provided under the state plan.*

Coverage of transportation services can be com-
plicated because of the need for coordination with
“medical transportation” as available under the

state Medicaid plan. General “medical transporta-
tion” must be used when the person needs to
obtain a health care service (e.g., go to the doctor).
Transportation services under an HCBS waiver
program, sometimes called “non-medical trans-
portation,” can be used to pay for transporting
individuals either to sites where home and com-
munity services are provided (e.g., an adult day
health program) or to reach other community
services (which must be reflected in the person’s
plan of care).

HCBS waiver transportation services can take a
variety of forms—including reimbursing mileage
expenses of a family member or a friend, if neces-
sary to provide the transportation.

Family training and respite care

These services are provided to help family mem-
bers in, and relieve them of, their caregiving
responsibilities.

Family training: Training and counseling servic-
es for the families of individuals served under an
HCBS waiver. Includes instruction about treat-
ment regimens and use of equipment specified in
the plan of care.

Respite care: Services provided to individuals un-
able to care for themselves, furnished on a short-
term basis because of the absence or need for relief
of those persons normally providing the care.

These services are discussed in detail in Chapter 8.

Additional Waliver Services That Have Been
Approved by HCFA

Even though HCFA has expanded the number of
services contained in its standardized format since
it was first issued, the current list by no means
exhausts all coverage possibilities and variations
thereof. For example, waiver programs for older
persons can cover home-delivered meals and pro-
tective services. Waiver programs for persons
with acquired brain disorders can include family
counseling to deal with behavioral and other
problems and substance abuse counseling/servic-
es. Colorado covers training in child and infant
care for a parent with a disability.



Mobile Crisis Intervention: A Waiver
Service in California

California’s developmental disabilities waiver pro-
gram covers a service called “mobile crisis interven-
tion.” This is defined as immediate, time-limited, ther-
apeutic intervention on a 24-hour emergency basis to
an individual exhibiting acute personal, social, and/or
behavioral problems which, if not addressed, are like-
ly to escalate into situations which would threaten the
health and safety of the individual and result in the
individual being removed from the current living
arrangement.

The following is an illustrative list of services
states have included in their waiver programs that
serve individuals with developmental disabilities.
Many of these services are applicable to other dis-
ability groups and can be modified to address the
unique needs of each target population.

Crisis intervention services. These services usually
entail providing additional, frequently special-
ized, services to HCBS waiver beneficiaries who
are in crisis, usually due to a behavioral problem
or episode. The services typically enable special-
ists to be dispatched to stabilize the persons in
their current living arrangement. Without such
services, persons with developmental disabilities
may face transfer from their current living situa-
tion to institutional settings because they, their
parents, or their service providers are unable to
respond appropriately to transitory crisis situa-
tions. Professional intervention has been demon-
strated to be effective in resolving such crises and
precluding or reducing their recurrence—thus
preventing reinstitutionalization—through train-
ing of the individual or relevant others in how to
manage the behaviors that precipitate the crisis
situations.

Behavioral services. More generally, states often
cover behavioral services in HCBS waiver pro-
grams for people with developmental disabilities
and persons with acquired brain injuries.
Provision of such services provides a means to
secure specialists to address behavioral problems
or issues on a continuing basis.

Community participation supports. Some waiver
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programs have distinct coverages that assist indi-
viduals to participate in community activities
away from formal program sites. The aim is to
encourage greater community integration and
reduce use of site-based programs. For example,
Colorado includes in the scope of the personal
assistance services offered through its HCBS
waiver program “mentorship activities, such
as assistance with his/her participation on pri-
vate and public boards, advisory groups, and
commissions.”

Housing coordination. Housing coordination in-
volves providing an individual with assistance in
locating community housing, including helping
the individual gain access to various types of
housing assistance. A few states have added this
coverage to their HCBS waiver programs.

Supported living. Supported living involves bring-
ing needed services and supports to individuals in
housing they own or lease. Many states have
launched supported living programs for people
with developmental disabilities. They have done
so in order to foster independence and communi-
ty integration, as well as reduce the extent to
which individuals who do not live with their fam-
ilies must rely on provider agencies for housing.
Including supported living in an HCBS waiver
program enables a state to tie together several
types of services and supports into a single cover-
age—in much the same fashion as the “residential
habilitation” coverage does for provider-operated
living arrangements.

Many states have linked their coverage of sup-
ported living to making non-Medicaid supple-
mentary funding available to assist individuals in
meeting the expenses associated with setting up
their own living arrangement (e.g., making
deposits and acquiring furniture), or with rent
when their own income and resources are not suf-
ficient due to particularly high housing costs.
Connecticut has set aside funds expressly for
these purposes. Florida has a similar program.

Consumer training and education. Recently, some
states have added coverage of consumer educa-
tion and training aimed explicitly at teaching indi-
viduals skills they need to manage their own sup-
ports and advocate on their own behalf.
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California’s Definition of Supported Living in Its HCBS Waiver Program
for People with Developmental Disabilities

Supported living services in California include any individually designed service, or assessment of the need for
service, which assists an individual consumer to live in a home that they own or lease, which is not licensed, and
which is not the place of residence of a parent or conservator, with support available as often and for as long as
it is needed.

The purposes of supported living services include assisting the consumer to make fundamental life decisions,
while also supporting and facilitating the consumer in dealing with the consequences of those decisions; build-
ing critical and durable relationships with other individuals; choosing where and with whom to live; and control-
ling the character and appearance of the environment within their home. Supported living services are tailored
to meet the individual’s evolving needs and preferences for support without having to move from the home of
their choice.

Examples of supported living services activities include assistance with common daily living activities; meal
preparation, including planning, shopping, cooking, and storage activities; routine household activities aimed at
maintaining a clean and safe home; locating and scheduling appropriate medical services; acquiring, using, and
caring for canine and other animal companions specifically trained to provide assistance; selecting and moving
into a home; locating and choosing suitable housemates; acquiring household furnishings; settling disputes with
landlords; becoming aware of and effectively using the transportation, police, fire, and emergency help available
in the community to the general public; managing personal financial affairs; recruiting, screening, hiring, train-
ing, supervising, and dismissing personal attendants; dealing with and responding appropriately to govern-
mental agencies and personnel; asserting civil and statutory rights through self-advocacy; building and main-
taining interpersonal relationships, including a “circle of support”; participating in community life; and accessing
emergency assistance (including selection, installation, maintenance, repair, and training in the operation of
devices to facilitate immediate assistance in the face of threats to health, safety, and well-being).

er programs for people with developmental dis-
abilities, for example, covers a service it has
named “rehabilitation engineering.” Under this
coverage, it offers services other states choose to

The foregoing makes it clear that no exact recipe
exists for deciding which services and supports to

include in a particular HCBS waiver program. As
some wit has put it: “What HCBS waiver pro-
grams have most in common is that they are all
different.”

Why are they so different? After all, states typical-
ly have a great deal in common in the groups of
individuals with disabilities or chronic conditions
that they wish to serve. There are several reasons
for the differences, of varying importance.

Some of the large differences among HCBS waiv-
er programs that serve similar target populations
are less significant than meet the eye. Some states,
for example, elect to break down their services
into many distinct coverages, whereas others pull
together various closely related services into one
coverage category. One of Colorado’s HCBS waiv-

break down into home modifications, assistive
technology, adaptive aids, and so forth. How
exactly services and supports are packaged is less
important than making sure they are covered in
one fashion or another. Again, the best starting
point for designing and selecting HCBS waiver
coverages is assessing the needs of the service
population and developing a state’s own concrete
ideas about how those needs can best be met.

A more substantive reason why state HCBS waiv-
er services vary so widely is differences among
states in the services already covered under the
state Medicaid plan. In states that have broad,
comprehensive state plan coverages, the services a
state offers under its HCBS waiver program will
consist mainly of those that cannot otherwise be
covered under the state plan. This explains why,



for example, some states cover therapeutic servic-
es under their waiver programs and others do not.
It also explains why HCBS waiver programs that
principally serve children usually offer fewer
services than programs that principally serve
adults with disabilities. Since Federal law man-
dates that states provide the full array of state
plan services to children, whether or not they are
covered under a state’s plan, HCBS waiver pro-
grams for children furnish a more limited array of
additional services.

Differences among target populations are also
important. As discussed earlier, several types of
HCBS waiver services cut across disability lines
(e.g., personal care/personal assistance, service
coordination, and home modifications). These—
and other services—are needed by people with dif-
ferent types of disabilities and are covered in near-
ly all HCBS waiver programs. However, there are
also differences among individuals that are linked
to their disabilities and how those disabilities need
to be addressed. For example, habilitation training
is particularly important for people with develop-
mental disabilities, such as mental retardation and
acquired brain injury, because of the nature of
their disability.* (Indeed, provision of habilitation
usually accounts for a significant share of the
expenditures in HCBS waiver programs that serve
people with developmental disabilities and is one
reason why these waiver programs tend to be rela-
tively costly to operate.) However, habilitation
training is not relevant in meeting the needs of
most elderly individuals. Thus, state coverage deci-
sions are very much tied to the specific needs of
individuals in the target population.

Yet another substantive reason why states differ
in the services and supports they offer through
their HCBS waiver programs is that home and
community services and supports are still devel-
oping. Approaches that seemed appropriate in the
past give way to new approaches. And states vary
in how quickly they embrace these changes. One
of the best features of the HCBS waiver alternative
is that it is sufficiently flexible to change with the
times. Waiver programs that have been in opera-
tion for a relatively long period, for example, usu-
ally have changed considerably since they were
first approved.
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A key point to keep in mind is that states have
considerable latitude to modify and even change
their HCBS waiver coverages. Each year, states
submit a high volume of amendments to their
HCBS waiver programs which add, delete, and
modify the services and supports states offer. As a
consequence, each HCBS waiver program typical-
ly is a “work in progress.” Coverages can be fine-
tuned based on feedback from people with dis-
abilities and service providers concerning prob-
lems or gaps. In this context, hindsight can be a
powerful strategic planning tool.

Endnotes

1. The primary contributors to this chapter are Gary
Smith and Janet O’Keeffe.

2. Sections 1902(a)(10)(B) and 1902(a)(1) of the Social
Security Act.

3. Section 1915(c) of the Social Security Act. The rele-
vant Federal statute authorizes the Secretary of HHS to
grant these waivers.

4. 1t is increasingly common, for example, for states to
offer, under HCBS waiver programs for people with
developmental disabilities, supplementary dental serv-
ices over and above the dental benefits available under
the state plan, which are typically very limited. This
“extended” coverage option can be and is employed
for other Medicaid state plan services as well (physi-
cian services, prescribed drugs, vision services).

5. Section 1915(c)(1) of the Social Security Act prohibits
payment for room and board under Medicaid waivers.

6. These services are listed in Section 1905(a) of the
Social Security Act.

7. Adding or changing coverage of home and commu-
nity services that Federal law permits to be covered
under the Medicaid state plan requires a state to take
various formal steps. A state adds, deletes, or changes
aservice in its Medicaid state plan by filing a state plan
amendment with HCFA, which reviews the coverage
and approves it so long as it conforms to Federal law
and Federal regulations.

8. The 1997 regulations can be found at 42 CFR 440.167.

9. In the developmental disabilities service field, when
people with cognitive impairments and severe disabil-
ities are not able to direct all aspects of their services,
other consumer-directed approaches have been em-
ployed. For example, “circles of support” are com-
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posed of individuals’ family and friends, who work in
concert to provide assistance to help them realize their
goals.

10. U.S. General Accounting Office. (May 1999) Adults
with severe disabilities: Federal and state approaches for per-
sonal care and other services. GAO Publication No.
GAO/HEHS-99-101. Washington, DC: GAO.

11. Among the states that offered personal care servic-
es in 1998, annual per capita outlays for such services
(i.e., total personal care expenditures divided by the
state’s total population) ranged from less than $0.10 to
a high of $94.37. Burwell, B. (April 25, 2000).
Memorandum: Medicaid long-term care expenditures
in FY 1999. Cambridge: The MEDSTAT Group. (A few
of the states included in the MEDSTAT data analysis
cover personal care services only for children covered
by the EPSDT mandate, which likely accounts for the
very low amount spent in some states.)

12. The limits each state imposes are listed in U.S.
General Accounting Office. (May 1999) Adults with
severe disabilities: Federal and state approaches for personal
care and other services. GAO Publication No. GAO/
HEHS-99-101. Washington, DC: GAO.

13. For three of these states (AR, OK, WA), limiting per-
sonal care services to the categorically needy is a depar-
ture from policies on other benefits in their Medicaid
programs, which are offered to both categorically eligi-
ble and medically needy individuals. Ibid.

14. This state option was added in Section 1915(g) of
the Social Security Act.

15. HCFA guidelines concerning targeted case man-
agement services are in Sections 4302 et seq. of the State
Medicaid Manual.

16. Activities related to eligibility determinations and
service authorization may be reimbursed as adminis-
trative expenses.

17. States are required to ensure that appropriate trans-
portation is available. See the transportation provisions
in 42 CFR 431.53. Transportation may also be provided
as a service under the state plan.

18. Defined in 42 CFR 440.90 with additional HCFA
guidelines in Section 4320 of the State Medicaid
Manual.

19. Defined in 42 CFR 440.130(d).

20. Teaching parents to anticipate and deal with a
child’s rage is an example of an activity that directly
supports the Medicaid beneficiary. Marriage counsel-
ing for the child’s parents does not and is not covered.

21. Much of the information provided here on the

rehabilitation service option is drawn from Koyanagi,
C. and Brodie, J. (July 1994). Making Medicaid work to
fund intensive community services for children with serious
emotional disturbances. Washington, DC: Bazelon Center
for Mental Health Law. This publication is no longer
available because it has been updated and published in
two new companion reports. See the annotated bibli-
ography at the end of this chapter for a description of
these excellent publications.

22. Statutory authority for HCBS waiver programs is
contained in Section 1915(c) of the Social Security Act.
Applicable Federal regulations are found at 42 CFR 441
Subpart G. These regulations were last modified in
1994. HCFA guidelines concerning HCBS waiver pro-
grams are contained in Sections 4440 et seq. of the State
Medicaid Manual. These guidelines are updated peri-
odically.

23. With respect to services a state proposes to cover
that depart from those that appear in the standard
application format, HCFA requires that “the definition
of each service must be exhaustive (e.g., a detailed list
of each item of medical equipment that may be provid-
ed) or closed-ended (e.g., “only those medical supplies
needed for the respirator-related needs of a respirator-
dependent patient”). The definition may not include
such phrases as “including but not limited to . . .,” “for
example...,” “including...,” “etc.” In other words, the
service must be defined in a fashion that makes clear

exactly what will be furnished to the beneficiary.

24. When case management services are furnished
under an HCBS waiver program, individuals have the
right to select their case managers from among all qual-
ified providers of such services.

25. The term “habilitation” is defined in the standard
application as “services designed to assist individuals
in acquiring, retaining and improving functioning.” It
is distinguished from “rehabilitation,” which involves
the restoration of function. Habilitation services have
generally been provided to individuals who have cog-
nitive impairments, including those due to mental
retardation, brain trauma, or acquired brain disorders.
However, habilitation services can be provided to any-
one who can benefit from them, regardless of age or
diagnosis.

26. Adult foster care services are also provided under
the rehabilitation option as therapeutic foster care.

27. Both the states and various Federal agencies have
emphasized the need to assist people with develop-
mental disabilities to obtain employment in regular
jobs in the community. In 1986 Congress permitted
states to offer extended habilitation services through
HCBS waiver programs, but restricted those services to



individuals who had been institutionalized some time
prior to entering the HCBS waiver program. In spite of
this restriction, nearly all states that operate HCBS
waiver programs for people with developmental dis-
abilities have added some of these services—particu-
larly supported employment—to their programs.
However, only a small portion of HCBS waiver partic-
ipants with developmental disabilities have been pro-
vided this service, due in large part to the prior institu-
tionalization test.

Congress agreed to remove this test as a provision
of the Balanced Budget Act of 1997. This step prompt-
ed some states that had not previously covered sup-
ported employment services to add them to their waiv-
er programs. By early 1999, most states had changed
their coverage of supported employment services to
broaden their availability to all HCBS waiver partici-
pants. In a recent letter to State Medicaid Directors,
HCFA clarified that these services can be offered to all
waiver participants who can benefit from them, not just
to persons with mental retardation or other develop-
mental disabilities.

28. This prohibition on reimbursement is in line with
the Federal requirement that Medicaid be the payer of
last resort when other public programs cover the same
service.

29. However, individuals who receive prevocational
services can be compensated for their work. In keeping
with Federal hourly wage statutes, persons who are
compensated at levels above 50 percent of the mini-
mum wage are generally regarded as receiving voca-
tional rather than prevocational services.

30. A state may furnish these services only in instances
when similar services are not available through the
state’s vocational rehabilitation program (or in the case
of older youth, special education programs).

31. States have the flexibility to define waiver services
and provider requirements as long as they adhere to
state mandates regarding licensure and certification
and other applicable requirements.

32. Diversion as used here is defined as leisure activi-
ties without a treatment objective.

33. Another example is in the arena of prescribed
drugs. The state plan might restrict the types of drugs
that may be purchased. Sometimes individuals can
benefit from medications not on the approved list and
these can be secured as an “extended state plan” serv-
ice. A few states have gone a step farther to cover non-
prescription medications. Michigan’s HCBS waiver
program for people with developmental disabilities
includes coverage of “extended pharmacy services,”
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for example, which includes various over-the-counter
items that are physician ordered.

34. When a state does not cover a health-related service
under its state plan but desires to do so under its HCBS
waiver program, the service is not considered an
“extended state plan” coverage but a coverage in its
own right. Services falling into this category can
include (depending on what a state’s basic Medicaid
program offers) dietary services, special meals, respira-
tory therapy, psychology services, recreation therapy,
and so forth.

35. Required under 42 CFR 431.53.
36. Defined at 42 CFR 440.170(a).

37. Persons of all ages with many different types of dis-
abilities can benefit from habilitation services.
Coverage of habilitation has generally been provided
only to people with developmental disabilities, which
are defined as those occurring before age 22. However,
a recent HCFA letter to State Medicaid Directors clari-
fies that neither Medicaid law nor implementing regu-
lations restrict who may receive habilitation services in
an HCBS waiver. Individuals who do not have mental
retardation or other developmental disabilities, such as
persons with traumatic brain injury or physical disabil-
ities that occurred after age 22, may also receive habili-
tation services through a waiver program. (See Ap-
pendix Il for the complete text of HCFA'’s guidance.)
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CHAPTER 5

Factors to Consider When
Choosing Coverage Options:
Two lllustrative Services'

As is clear from Chapter 4’s discussion, Medicaid provides multiple coverage alternatives for some
services. The advantages and disadvantages of each may not be apparent until the state works
through their different implications in the context of its own unique long-term care service system.
This chapter provides guidance to states as they weigh the tradeoffs among different coverage alter-
natives for a particular service. To provide enough specificity to be useful, the discussion covers
two particular service options: (a) case management/service coordination and (b) services provid-
ed to elderly persons in assisted living settings.

Introduction

When a state is faced with several alternative ways of covering a particular home and community serv-
ice, the tasks of (a) choosing among different coverage alternatives and (b) defining the precise service
require detailed analysis of each alternative in the context of a state’s home and community system’s
service needs. This chapter illustrates the types of issues to be considered with two specific services: case
management and assisted living.

Case management is chosen as the first illustration because it is the backbone of the formal long-term
care delivery system. Its overarching purpose is to facilitate Medicaid beneficiaries’ access to the direct
services they need. Every state offers case management in some form under its Medicaid program and
every state has to decide how best to cover it.

Assisted living is chosen as the second specific service example, because it provides an excellent illus-
tration of the complex issues involved in defining a service so as to ensure its maximum usefulness with-
in a particular state system. The focus here is on assisted living services provided under Medicaid to per-
sons age 65 and older. By early 2000, 35 states were serving Medicaid beneficiaries in assisted living set-
tings. Residential care alternatives to institutions have been offered to persons with mental retardation
and developmental disabilities for some time. Making them available to elderly persons is a more recent,
and less well understood, initiative.

Coverage of Case Management: Illustration #1

Medicaid gives states three ways to cover case management services: 1) targeted case management, (2)
HCBS waiver programs, and (3) administrative claiming.® This section discusses the advantages and
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disadvantages of each option in obtaining Federal
financial participation (FFP).

Targeted Case Management Services

A state may claim FFP for case management serv-
ices under its Medicaid plan by offering them to a
defined group of recipients, or to multiple groups
as long as different provisions apply to each. For
example, a state may offer one form of targeted
case management services to recipients who have
a mental illness and another to persons who are
elderly and have physical impairments. The scope
of targeted case management services that may be
claimed for FFP can include: (a) conducting
assessments, (b) assisting individuals and families
to identify needed services and supports (whether
the direct services are funded through the
Medicaid program or otherwise), and (c) helping
them obtain such services. (The State Medicaid
Manual contains a thorough discussion of these
activities.)

Advantages to states of offering targeted
case management services:

* The state is free to define the population that
will be targeted.

* These services may be offered to Medicaid eli-
gible persons regardless of whether the person
participates in an HCBS waiver program.
Consequently, they may be made available
without regard to type or funding source to all
Medicaid-eligible individuals (including
HCBS waiver participants) who need home
and community services. This makes targeted
case management a potentially very useful
coverage option in establishing a broad-based
coordinated service system.

* A problem for case management covered
under an HCBS waiver program is that FFP is
only available once the person has entered the
program. Thus, case management costs
incurred in advance of enrollment are not eli-
gible for FFP. (Some pre-waiver case manage-
ment costs may be covered if they are begun
before waiver participation but completed on
the first day the person is enrolled in the waiv-
er program. See Appendix Il for a recent

HCFA letter to State Medicaid Directors
regarding the earliest date of service for which
FFP can be claimed.) Targeted case manage-
ment services may be furnished irrespective of
whether the person is enrolled in an HCBS
waiver program, however, enabling most pre-
enrollment costs associated with service coor-
dination to be recouped.

Once states were severely limited in obtaining
FFP for targeted case management services
furnished to institutionalized persons. Until
recently, FFP was available only for services
furnished to individuals in the 30-day period
immediately preceding the person’s discharge
from the facility. Now, FFP is available for tar-
geted case management services to assist and
arrange for an individual’s community transi-
tion for up to 180 days preceding discharge.
This recent policy clarification by HCFA
enables a state to involve community service
coordinators earlier in the community place-
ment process. FFP for such targeted case man-
agement services is available regardless of
whether the person is enrolled upon discharge
in an HCBS waiver program, receives other
Medicaid home and community services, or is
supported through alternative funding
sources. However, FFP is not available if the
person’s community placement does not take
place.*

The costs of targeted case management servic-
es may be claimed at the service rate, which in
many states is significantly higher than the 50
percent rate that applies to administrative
claiming (see below).®

The targeted case management option is com-
patible with state strategies to delegate provi-
sion of service coordination through contracts
or memoranda of agreement with public or
non-public agencies (or multiple sources).
This is beneficial where counties are responsi-
ble for the provision of case management serv-
ices. Such strategies can be useful in promot-
ing consumer choice in selecting support coor-
dinators from a variety of sources.

When the targeted groups are those with seri-
ous mental illness or mental retardation and
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other developmental disabilities, targeted case
management enables a state to limit service
providers to the case management authorities
already established in state law. This allows
states to tie delivery of targeted case manage-
ment services into their already established
single point of entry systems. In contrast,
when case management/service coordination
is offered under an HCBS waiver program,
Medicaid freedom of choice of provider rules
apply and a state must enable HCBS waiver
participants to obtain case management/serv-
ice coordination from any qualified provider.

Drawbacks to states of offering targeted case
management services:

* Obtaining FFP for targeted case management
requires “service claiming” (i.e., claims for
reimbursement for a specific service delivered
to a specific Medicaid recipient). Service claim-
ing can generate considerable paperwork. It
can also pose logistical problems in developing
a reimbursement mechanism that enables the
relevant authority to maintain base operation
levels when the amount of case management
varies individual-to-individual, month-to-
month. The varying workload problem also
arises when service coordination is offered as a
distinct service under an HCBS waiver pro-
gram. There are solutions for this problem, but
they can involve their own complications.

* The necessity for service claiming can also
make it difficult to obtain reimbursement for
activities conducted on behalf of all recipients
rather than distinctly for the benefit of a spe-
cific individual (e.g., staff development activi-
ties for case managers). Again, there are ways
to address this problem (mainly through cost-
apportionment—see further below under
Administrative Claiming).

» Service coordinators often help support indi-
viduals in ways that fall outside the scope of
targeted case management activities for which
FFP may be claimed. FFP for targeted case
management services is not available for
“direct services.” Examples are a case manag-
er’'s driving an individual to a doctor’s
appointment (transportation) or helping the
person manage their finances. Federal policy

dictates that such direct services be claimed
via other categories (e.g., making a claim for
Medicaid transportation services). Having to
assign some of the activities case managers
routinely conduct on behalf of individuals to
other categories creates administrative and
billing complexity.

* Except for targeted case management services
furnished to assist or arrange an individual’s
return to the community (i.e., community
transition planning), Federal policy does not
permit FFP for targeted case management
services furnished to institutionalized per-
sons. This limitation arises from the concern
that activities performed for institutionalized
persons by case managers not on the facility
staff would duplicate activities facilities are
required to conduct on behalf of their resi-
dents.

* Where a state provides external case manage-
ment services to institutionalized persons, the
general prohibition against FFP for targeted
case management services furnished to insti-
tutionalized persons can result in a state hav-
ing to turn to administrative claiming in order
to underwrite the costs of external case man-
agement activities for institutionalized indi-
viduals. The need to employ separate streams
for case management services depending on
whether or not a person is institutionalized
can cause complications for states.

HCBS Waiver Coverage

FFP is available for the costs of case manage-
ment/service coordination when a state covers
such services under its HCBS waiver program.
This option differs little from targeted case man-
agement with respect to types of activities for
which FFP may be claimed. The general inter-
changeability of these options is illustrated by the
fact that all states operate HCBS waiver programs
for people with developmental disabilities, but
states divide about equally between those that use
targeted case management coverage and those
that cover service coordination as an HCB waiver
service.
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However, two significant aspects differentiate
case management/service coordination covered
as an HCB waiver service from targeted case man-
agement coverage:

* Under a waiver, availability of the service is
restricted to individuals who are waiver par-
ticipants.

* Under a waiver, a state may not limit case
management service providers to established
case management authorities—as it can under
the targeted case management option.

Advantages to states of covering case man-
agement/service coordination as an HCBS
waiver service:

+ Covering case management/service coordina-
tion as an HCB waiver service tightly links
availability of such services to the target pop-
ulation served through the HCBS waiver pro-
gram. Thus, the scope of such coverage may
be tied directly to the specific needs of the
waiver population.

» Covering case management as an HCB waiver
service enables a state to provide for more
intensive service coordination for HCBS waiv-
er participants than it might (for financial rea-
sons) be prepared to offer a wider range of
individuals.

Drawbacks to states of offering case man-
agement/care coordination as an HCBS
waiver coverage:

« The service is limited to individuals enrolled
in the HCBS waiver program.

* Claims for FFP may only begin, as noted, once
the person has been approved for admission
to the waiver program. This prevents the state
from being reimbursed for pre-enrollment
case management expenses. However, some
pre-waiver case management costs may be
covered (a) if they are begun before waiver
participation but completed on the first day
the person enrolls in the waiver, or (b) if they
occur in the 180 days preceding transition
from an institution to the community.

Administrative Claiming

Administrative claiming takes advantage of a
provision in Federal law permitting states to
claim FFP for administrative expenses they incur
in operating their Medicaid programs. Such
expenses may include costs of intake, assessment,
service planning, arranging Medicaid services for
recipients, and overseeing service delivery—
many of the activities typically performed by case
managers.

Administrative claiming differs from the targeted
case management and waiver alternatives in one
important aspect: It may not be used in conjunc-
tion with assisting recipients to access non-
Medicaid services—even though such services
might benefit the recipient. Case managers may
work to coordinate access to all services in a care
plan. But administrative claiming can only be
used for the administration of the Medicaid pro-
gram, as established by a time study or other
method to apportion Medicaid and non-Medicaid
costs.

Advantages to states of using the adminis-
trative claiming option for case management
activities:

« It is not necessary to bill for distinct activities
on behalf of specific individuals, because ad-
ministrative claiming is not service-based.
Administrative claiming is usually accom-
plished by apportioning the costs an organiza-
tion incurs between those attributable to
Medicaid recipients and those attributable to
non-recipients and/or other state or Federal
non-Medicaid programs. While the cost ap-
portionment process can be complicated, this
does not always constitute an additional barri-
er, because some organizations must do cost-
apportionment in any case whenever they
receive Federal funds for administering non-
Medicaid programs.

* Thus, administrative claiming can be especial-
ly advantageous for states that operate a sin-
gle point of entry system through human serv-
ice authorities that also administer the provi-
sion of non-Medicaid benefits. Minnesota, for
example, uses administrative claiming with
respect to its county human service agencies
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for a range of case management functions that
are not specifically covered under the case
management service for waiver beneficiaries
(e.g., eligibility determination; administrative
functions involving case managers such as
program planning, development and out-
reach; and certain licensing and contracting
functions).

When points of entry are organized along tar-
get population lines, administrative claiming
may be used to avoid some of the problems
associated with service-based claiming, espe-
cially when most of the individuals receiving
services are Medicaid-eligible in any case.

Administrative claiming is consistent with
models where a state has established, by law
or regulation, a distinct network of local point-
of-entry/case management authorities.

In addition to helping a state underwrite the
costs of its point of entry/service coordination
system, administrative claiming can play an
important role in helping states operate their
home and community service systems
through activities that are not keyed to meet-
ing the needs of specific consumers (such
activities can be conducted directly by the
Medicaid state agency or provided by a ven-
dor). Such activities include:

— Outreach to make individuals and families
aware of the availability of home and com-
munity services.

— Quality assurance/quality improvement
activities associated with the delivery of
Medicaid home and community services.

— Automated data systems to compile a
wide range of information concerning ben-
eficiaries of home and community servic-
es, including data to support quality
improvement activities or aid in strategic
planning.

— “Hot lines” and similar administrative
activities to aid beneficiaries in locating
services or registering complaints.

— Various state-level administrative systems
activities—including conducting state-
level review and approval of HCBS waiv-
er plans of care and other types of service
plans, operating payment systems, deter-
mining provider rates, responding to con-
sumer complaints, and conducting service
quality reviews.

The administrative claiming option for case
management activities provides states with
the capability of securing FFP for external case
management services furnished to institution-
alized persons that does not hinge on whether
the person’s discharge from the facility is
imminent. Administrative claiming may be
employed to provide external oversight of the
well-being of institutionalized persons as well
as support “in-reach” activities to provide
information concerning the availability of
home and community services.

Administrative claiming may also span case
management activities that are directly tied to
arranging and assisting a person’s return to
the community without respect to length of
time involved. However, such activities must
be tied to arranging Medicaid home and com-
munity services. The state Medicaid agency
may obtain case management services for
institutionalized persons via contract with a
state program office or through local human
services agencies. Organizing case manage-
ment for institutionalized persons under the
administrative claiming option may simplify
use of Medicaid dollars to underwrite such
services in comparison to other available serv-
ice options.

Drawbacks to states of using administrative
claiming for case management services:

Federal reimbursement of administrative
expenses is generally limited to 50 percent of
allowable costs. In states where the service
rate is greater than 50 percent, administrative
claiming will yield less FFP.

Administrative claiming is limited to activities
related solely to administration of the Medi-
caid plan. Thus, the costs of activities that
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assist individuals to access other sources of
assistance have to be met out of state/local
dollars. Alternatively, states can use the tar-
geted case management option to cover these
activities.

* Individuals lose the protections contained in
Medicaid law with respect to provider free-
dom of choice, since administrative claiming
usually restricts service coordination activities
to a single provider source.

States May Use One, Two, or All Three of the
Case Management Alternatives

Federal policy leaves it up to states to select the
options or combinations of options that will be
most effective in meeting the needs of individuals
and families with long-term care needs. Federal
policy does prohibit states from claiming the
costs of the same activity of service coordination
for the same individual under more than one
alternative at the same time. But as long as this
prohibition is observed, a state can use the three
options to serve recognizably different purposes.
For example, a state may combine service coor-
dination as a distinct service for participants
under HCBS waivers with targeted case manage-
ment services for Medicaid recipients not being
served by the waiver program. This allows the
state to offer case management services under
its state plan that are more limited in scope than
those offered under an HCBS waiver.

Wyoming takes advantage of this possibility by
offering targeted case management to individuals
wait-listed for HCBS waiver services, in order to
assist them in connecting with other sources of
direct service assistance while awaiting waiver
coverage. Sometimes a state may want to add
administrative claiming to the case management
mix. Although administrative claiming may not be
used to assist recipients in accessing non-
Medicaid services, it has the advantage of allow-
ing FFP claiming for certain services that are not
claimable under targeted case management or
an HCBS waiver—including outreach, quality
assurance/quality improvement, operating auto-
mated data systems, and various state-level
administrative activities.

Coverage of Assisted Living for
Elderly Persons: lllustration #2

It has long been recognized that, in order to
reduce institutionalization, it is necessary to
develop a range of residential options that pro-
vide supportive services. Given a choice, most
people with long-term care needs would prefer to
receive services in their own homes. However,
some people prefer to live in residential settings
other than their homes for a variety of reasons—
such as the desire to have someone available 24
hours a day to meet unscheduled or emergency
needs because they feel safer in such a setting.
This preference is reflected in the recent private-
sector growth in various forms of supported hous-
ing arrangements (called assisted living or resi-
dential care) for persons age 65 and older.

Services covered by or in an assisted living facili-
ty are governed by state law and regulations.
There are no applicable Federal statutes, other
than the Keys Amendment to the Social Security
Act, which is applicable to board and care facili-
ties in which a “substantial number of SSI recipi-
ents” are likely to reside.® State rules vary widely,
and many are currently being updated because
assisted living is a relatively new concept, not
envisioned by many state legislatures or rulemak-
ing bodies in the past.

Using Medicaid to pay for services in assisted liv-
ing settings for elderly persons is of increasing
interest to states looking to offer a full array of
home and community services and to reduce
nursing home use. By 2000, 35 states were using
Medicaid to reimburse services to support assist-
ed living for people with long-term service and
support needs.” Twenty-four states cover services
in assisted living settings under 1915(c) waivers;
six cover it in their state plans through the per-
sonal care option; three cover it in both the waiv-
er and the personal care option; one covers it
through an 1115 waiver; and one covers it under a
1915(a) waiver.?

Assisted living may refer to a generic concept that
covers a wide array of settings and services, or to
a very specific model—or both—depending on
who is using the term.® Twenty-nine states have a
licensing category called assisted living, each with
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its own definition.”® Assisted living is also often
used as a marketing term for facilities that may be
licensed under another category, such as residen-
tial care facilities and personal care homes. The
term is even used by facilities that are not licensed
to provide services but whose residents receive
services provided by outside agencies. As dis-
cussed in Chapter 4, HCFA includes a definition
of assisted living in the standard HCBS waiver
application, but states have the option to use a dif-
ferent definition. (See Appendix I for the full text
of HCFA'’s definition.)

Assisted living is used here to mean care that com-
bines housing and supportive services in a homelike
environment and seeks to promote maximal function-
ing and autonomy. Medicaid will pay for services
provided in assisted living facilities as long as the
“homelike environment” is preserved. Thus,
Medicaid will not pay for assisted living services
if the assisted living facility is located in the wing
of a nursing home (or ICF/MR). Emergence of
assisted living as a residential rather than an insti-
tutional model—combined with changes in state
licensing regulations—has provided many people
who need supportive and health services with an
important alternative to the nursing home. This
type of living arrangement is very popular among
private-pay older persons and their families.
Covering assisted living through Medicaid pro-
vides safety net funding for this group, many of
whom may one day be unable to afford it out of
their own resources.

The logistics of setting up an assisted living pro-
gram can be quite complex. Most important is the
recognition that assisted living is more than just a
setting for potentially cost-effective service deliv-
ery. It represents a philosophical approach to res-
idential services that supports independent living,
autonomy, and consumer choice—a philosophy
that should guide decisionmaking for regulations
and payment policy. In making such decisions,
states must address a number of key issues, each
of which is discussed in turn.

Target Population

Determining what population will be served will
depend in large part on the state’s current long-

term care system and its policy goals. Is assisted
living intended to fill a gap in the current set of
options? Will the target population be different
from the population usually served in board and
care facilities? Is assisted living intended to enable
people who cannot be served in their homes to
avoid institutionalization?

Once these questions are answered, the state must
decide which age groups will be served, and
whether services will be designed to address the
specialized needs of specific populations (e.g.,
persons with dementia). It is also crucial to make
certain that licensing and other facility regulations
in a given state match the target population. For
example, if the state wants to target nursing
home-eligible beneficiaries, the assisted living
facilities will need to be able to serve a population
with a nursing home level of need.

Service Delivery Models

The definition of assisted living varies from state
to state and sometimes from residence to resi-
dence. Some states have used regulations or licens-
ing requirements to define assisted living services.
States using Medicaid HCBS waivers define the
service to suit the purpose of their particular pro-
gram. A variety of service delivery models are pos-
sible. The assisted living residence may be the
provider of services, for example, or the service
provider may be a separate agency. Yet a third
alternative is to consider the assisted living setting
a person’s home; this permits a state to provide
home and community services to persons in assist-
ed living through the existing delivery system.

Whatever the model chosen, it is important to
note that assisted living in no way compromises a
person’s right to receive other Medicaid services.
The overriding criterion for receipt of services
under any model is medical necessity.

Personal Care Option or Waiver or Both?

States can cover assisted living services through
either a waiver program or the personal care
option under the state plan or both. The waiver
approach is advantageous in that states can
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Coverage of Assisted Living through the Waiver Program: Oregon*

Oregon’s Division of Senior and Disabled Services/Department of Human Resources licenses, pays for, and
places Medicaid beneficiaries in two settings: assisted living facilities (ALFs) and residential care facilities (RCFs).
The state has two classes of RCFs: Class | facilities provide only ADL assistance. Class Il RCFs offer a range of
services and can serve people who need a nursing home level of care. The Medicaid waiver program covers
services in Class Il RCFs and ALFs.

RCFs and ALFs can serve the same population but they operate under different regulations. When Oregon
decided to regulate assisted living, it chose not to replace existing RCF rules. Instead, it added a new licensing
category for assisted living with requirements that differ somewhat from its RCF rules.

Target Population. The waiver program serves adults age 18 and older. Assisted living residents who become
Medicaid-eligible and individuals at risk of nursing home placement are given priority for assisted living servic-
es. Rather than set specific medical or functional criteria governing when a resident is no longer appropriate for
assisted living, Oregon’s regulations permit discharge when the facility can no longer meet the resident’s needs
or there is a “documented established pattern” of noncompliance with the resident agreement.*?

Setting. The primary difference between RCFs and ALFs is the physical setting. RCFs provide single or double
rooms with shared baths; individual kitchens are not required. Assisted living is defined as a setting that pro-
motes resident self-direction and decisions that emphasize choice, dignity, privacy, individuality, independence,
and home-like surroundings. ALFs must offer individual apartments with lockable doors, kitchen facilities, and
private baths.

Services. Each resident is assessed and receives services in accordance with an individual service plan.
Assisted living regulations specify that an interdisciplinary team assess the resident’s needs and develop a serv-
ice plan to respond to those needs. The team includes the resident (or legal representative) and two or more of
the following: program case manager, facility administrator or designee, and licensed nurse if the resident is or
will be receiving nursing services.

Services provided by RCFs and ALFs include three meals a day, modified special diets, personal and other laun-
dry, a program of social and recreational activities, assistance with ADLs, essential household services (clean-
ing, dusting, bed making), health care assessments, oversight and monitoring of health status, health care
teaching and counseling, an emergency response system, and assistance with medications. Nursing tasks may
be delegated.

Each facility must also be able to provide or arrange for medical and social transportation, ancillary services for
medically related care, barber/beauty services, hospice, home health care, and maintenance of a personal finan-
cial account for residents.

Staffing. RCFs must meet a specific staff-to-resident ratio, which varies based upon the facility size. ALF regu-
lations are more flexible, requiring an adequate number of qualified staff to meet the unique care, health, and
safety needs of residents.

Payment. Oregon assesses ALF and RCF residents and assigns a payment level based upon the individual's
need for assistance with ADLs. In 2000, ALF rates ranged from $628/month for the least impaired group (gen-
erally requiring assistance with two to three ADLs) to $1773/month for the most impaired group (generally
dependent in three or more ADLs). Room and board payments of $433.70/month are the responsibility of the
resident.

broaden eligibility by using the 300 percent of SSI
rule to reach persons in the community who
would not ordinarily meet the financial qualifica-
tions for Medicaid. (The 300 percent rule is
explained briefly below and in detail in Chapter
2.) However, since waiver services are available

only to beneficiaries who meet the state’s nursing
home level-of-care criteria, serving people
through a waiver will target a more severely
impaired population than is generally served
through the personal care option. The waiver pro-
gram also offers the advantage of predictable
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Coverage of Assisted Living through the Personal Care Option: Arkansas®

Arkansas does not currently have a licensing category called “assisted living.” The state licenses Residential
Care Facilities (RCFs), a board and care setting available to both private-pay individuals and Medicaid benefici-
aries. Since the mid-1980s, Arkansas has provided Medicaid personal care services to residents of RCFs.* The
Arkansas Medicaid program uses personal care rather than waiver funding for assisted living coverage because
the RCF licensing category does not permit a nursing home level of services. The state is currently developing
a more comprehensive assisted living program that will serve a more disabled population and be funded through
a Medicaid waiver program.

Target Population. Adults age 18 and over are served. Residents must be independently mobile (i.e., physical-
ly and mentally capable of vacating the facility within three minutes). Residents who can use canes, wheelchairs,
or walkers are considered independently mobile if they do not need more than verbal or limited physical assis-
tance to vacate. Residents must be able to self-administer medications. They may not need more than intermit-
tent nursing, have feeding or intravenous tubes, or be totally incontinent. Residents also may not have mental
incapacity (mental illness, dementia, substance abuse, etc.) that requires a higher level of treatment or care than
the facility is capable of providing.®®

Setting. RCFs provide single or double rooms without kitchen facilities. Resident access to a kitchen is not
required because meals are provided. Bathrooms may be shared. There must be at least one lavatory for every
6 residents and one tub/shower for every 10 residents.

Services. RCFs provide personal care (assistance with bathing, grooming, and dressing), supportive services
(quidance, direction, or monitoring), activities and socialization, meals, housekeeping, and laundry. Residents
may choose the RCF or an outside agency to provide personal care services, thus ensuring the Medicaid ben-
eficiary’s right of provider choice. Home health agencies are used to provide nursing services.

Payment. Medicaid payment for personal care services is based on the number of service hours provided (fee-
for-service). The state limits the number of hours per month to 64, but the limit can be overridden with prior
approval. Room and board is paid with SSI benefits ($512 minus a personal needs allowance).

costs for states concerned about utilization of a
new benefit. The combination of nursing facility
level-of-care eligibility criteria, a set number of
slots (as is permitted in a waiver program), and
expenditure caps will limit the number of people
potentially eligible.

Type of Waiver

When using the waiver program approach,
should states add assisted living as a new service
to an existing waiver program or implement it
under a separate waiver program? From one per-
spective, adding to an existing waiver program is

The personal care option is advantageous in thatit ~ Simple and minimizes reporting and tracking

will broaden eligibility by allowing a less severely
impaired population to be served. This is because
states may impose reasonable medical necessity
criteria but may not restrict the benefit to persons
who require a nursing home level of care. One dis-
advantage of using the personal care option is that
it lacks the higher income eligibility standard
used for waiver programs. When deciding which
approach to use—or whether to use both—states
may want to estimate how many people would be
served under the different options in order to
judge both the reach of the potential service and
its likely cost.

requirements. However, advocates for home and
community services may perceive the addition of
assisted living to the list of waiver services
already covered as increased competition for a
limited number of slots available for home servic-
es more generally. Coverage under a separate
waiver program may be a better approach, not
only for this reason but also because it enables a
state to test the demand for and cost-effectiveness
of assisted living per se. Separate waiver pro-
grams designed by a state to expand the total
number of people served under waiver programs
may also make it easier to reassure facilities in
that state that they will have access to a sufficient
number of consumers. Since providers receive
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Medicaid payments based on the number of ben-
eficiaries they serve, facilities may be reluctant to
participate in the Medicaid program at all if they
are unsure they will have a reliable source of
potential residents.

Level of Care and Licensing Rules

HCBS waiver regulations require that any facility
in which waiver services are furnished must meet
applicable state standards. When services are fur-
nished by the assisted living facility, the facility
must meet the standards for service provision
that are set forth in the approved waiver docu-
ments. Thus, states planning to cover assisted liv-
ing through a waiver program need to be sure
that the admission/retention provisions of state
licensing requirements permit assisted living
facilities to serve individuals who meet
Medicaid’s nursing home level-of-care criteria.
Licensing must also address a facility’s qualifica-
tions to provide assisted living services. In a few
states, the facilities do not themselves provide
these services. Instead, outside agencies come
into the facility to provide them. For example,
Minnesota covers assisted living provided by
outside agencies to residents of facilities that pro-
vide only room and board and limited supervi-
sion. In such cases, the facility may need to meet
only minimal housing standards, while the out-
side agency may be held to state licensing and
program standards for home care providers.
Residents in such settings may be personally
responsible for making arrangements with an
outside agency for service delivery, or, more typ-
ically, the state may provide case management
services to assist the resident in doing so.

States that use a waiver program to provide assist-
ed living need to contract with facilities that are
willing and able to provide the services needed by
someone who meets the state’s Medicaid nursing
facility level-of-care criteria. The assisted living
industry is perceived as generally serving people
with lighter needs. For example, about one-quar-
ter of assisted living residents need no assistance
with ADLs, according to a recent study by the
National Center for Assisted Living.** The same
study found that 43 percent of residents who
move out of assisted living enter nursing homes.

To the extent that these statistics suggest an orien-
tation toward serving a population that is less
impaired than Medicaid waiver clients, facilities
may not be capable of or willing to serve residents
with greater needs.

Licensing and Contracting Issues

State licensing rules set the minimum require-
ments for Medicaid providers. The Medicaid pro-
gram may set more stringent standards if desired,
however. For example, some states allow facilities
to offer rooms shared by two, three, or more resi-
dents. But since one of the purposes of assisted
living is to foster independence and autonomy,
some state Medicaid programs will only contract
with facilities that offer private occupancy unless
the resident chooses to share a room/unit. Some
states also require facilities contracting with
Medicaid to offer apartment-style units rather
than bedrooms. (These include Oregon, Washing-
ton, and North Dakota.) Further, if licensing rules
do not include sufficient requirements for facili-
ties serving people with Alzheimer’s disease, the
Medicaid contracting requirements may specify
additional training or other requirements.

Enabling Beneficiaries to Pay for
Room and Board

Payment for room and board is one of the critical
issues for states seeking to expand assisted living
for Medicaid beneficiaries. Surveys by national
associations have found that care in assisted living
facilities may be unaffordable for many low-
income individuals. Monthly fees in market rate
facilities range from $800 to over $3500—with the
majority in the $800-$2000 range. These fees vary
by facility design and size of units and encompass
amenities in addition to room and board. But
assisted living facilities are marketed as a total
package and people who are eligible for Medicaid
cannot afford these fees.

Medicaid can be used to pay for assisted living
services, but cannot pay for room and board.
Except in very limited circumstances (such as a
weekend stay provided as respite care under an
HCBS waiver), the Medicaid beneficiary is



Factors to Consider When Choosing Coverage Options: Two lllustrative Services 97

responsible for room or board costs, whether paid
through pensions, savings, Social Security, or SSI.

States can and do use a number of approaches to
ensure that the room and board rate for assisted
living does not exceed the income available to
Medicaid beneficiaries. These approaches include
the following:

» States can examine the facility’s monthly room
and board charges to identify any coverable
services—such as laundry assistance, light
housekeeping, or food preparation—that can
be reimbursed by Medicaid for a beneficiary
who requires assistance with these IADLs.
Including all coverable services in the state’s
assisted living service payment reduces the
beneficiary’s monthly payment solely to room
and board and any other charges that
Medicaid does not cover.

* Some states set only the service rate, leaving
determination of the room and board rate to
the facility. Florida and Wisconsin are exam-
ples of state Medicaid programs that set only
the service rate. Beneficiaries choose among
the assisted living facilities they can afford.

* Other states limit the room and board amount
that can be charged to Medicaid beneficiaries.
One option is to limit these costs to the
amount of the Federal SSI payment rate. In the
year 2000, that amount is $512 a month, which
may be too low to provide a sufficient incen-
tive for assisted living facilities to serve
Medicaid beneficiaries.

» If the state has a State Supplemental Payment
(SSP) program to supplement SSI payments,
the assisted living room and board rate can be
set at the amount that represents the Federal
payment plus state payment. A few states have
developed a supplemental payment rate speci-
fically for beneficiaries in assisted living facili-
ties, to provide them with sufficient income to
afford the room and board component. Massa-
chusetts has done this, for example, setting a
payment standard of $966. The state uses its
own funds to raise the Federal SSI payment to an
amount sufficient for assisted living residents.
(SSPs are discussed in detail in Chapter 2.)

+ States are also exploring ways to provide
assisted living services to residents of subsi-
dized housing. Because subsidized housing is
developed with tax credits and other special-
ized financing mechanisms, the rent compo-
nent may be much lower than market rate and
the resident may receive rental assistance that
covers room and board costs. However, hous-
ing subsidy programs and Medicaid operate
under very different rules. Careful planning
and close collaboration is necessary to enable
the programs to work together.

Assisted living and the special income limit:
Post-eligibility treatment of income

Some states cover persons in an HCBS waiver pro-
gram using the so-called 300 percent of SSI eligi-
bility option (a person’s income must be at or
below 300 percent of the maximum SSI benefit—
roughly $1500 per month.) This option is attrac-
tive for waiver programs that include assisted liv-
ing, because it expands the program to include
beneficiaries who are better able to afford the
room and board costs of assisted living. To make
this option effective, however, states must allow
eligible persons to retain enough of their income
to pay the room and board charges of an assisted
living facility.

Medicaid beneficiaries who qualify under the 300
percent option are required to contribute toward
the cost of their services. To determine the benefi-
ciary’s share of cost, the state must follow Medi-
caid rules governing post-eligibility treatment of
income. These rules require states to set aside
(protect) certain amounts of income for personal
use and to assume the remainder is contributed to
the cost of services. The state has the option to
specify the amount of income that needs to be pro-
tected, and can take the costs of assisted living
room and board into account when doing so. (See
Chapter 2 for a detailed discussion of financial
issues connected with the 300 percent option.)

Protecting sufficient income for room and board
in assisted living, of course, reduces the amount
the beneficiary pays toward the costs of services,
thus raising service costs to the Medicaid pro-
gram. When states are considering how much to
protect, they need to balance this source of
increased costs against the consequence of not
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protecting sufficient income to pay room and
board. In such a case, the beneficiary will not be
able to afford room and board and share of serv-
ice cost, and may be forced to move into a nursing
home (where the room and board costs are cov-
ered by Medicaid).

Some states may be concerned about the fiscal
impact of an across-the-board increase in the
maintenance allowance. But states are not required
to increase the amount of income protected for all
waiver beneficiaries who pay a share of cost in order to
address the needs of beneficiaries who reside in assist-
ed living. States have the option to vary the
amount of income that is protected based on the
circumstances of a particular class of beneficiar-
ies. For example, a beneficiary living alone may
need to retain more income than a beneficiary liv-
ing with a family member. A person living in an
assisted living facility may have higher or lower
need than a person living alone in a single-family
home, or vice versa. Colorado, for example,
allows people living in their home or apartment
to retain nearly all their income and those living
in personal care homes to retain an amount equal
to the SSI benefit standard, which is the amount
for room and board.

The state can further refine its treatment of
income to account for variations in the cost of
assisted living. Some states contract with both
private (market rate) and subsidized assisted liv-
ing facilities; the beneficiary’s need for income
will depend on the type of assisted living facility
chosen. The “rent” component of the monthly fee
charged by facilities built with low-income hous-
ing tax credits, for example, will be lower than
the rent charged by privately financed facilities. If
the state protects income based on the area’s aver-
age monthly charge for room and board in pri-
vate assisted living, the beneficiary living in a
subsidized unit may be allowed to keep income
that could be applied to service costs. But if
income is protected based on the rent in subsi-
dized units, beneficiaries may be allowed too lit-
tle income to afford private market facilities.
Setting a separate maintenance allowance for
each setting allows a state to improve access to
both private and subsidized assisted living facili-
ties.

Income supplementation by family members
or trusts for payment of room and board

When the beneficiary is unable to pay all room
and board costs, family members may be willing
to help pay them and other expenses not covered
by Medicaid. A trust’s funds may also be used to
help pay for a beneficiary’s costs not covered by
Medicaid. However, families and trustees need to
be aware of how any funds they contribute may
affect beneficiaries’ eligibility for various benefits
(and therefore their net living standard). Any
amount paid can reduce the recipient’s SSI bene-
fit—and in the worst-case scenario cause the
recipient to lose SSI altogether, and with it poten-
tially Medicaid as well. This is because SSI rules
consider such supplementation in determining
the individual’s financial eligibility.

If the contribution is paid directly to the SSI ben-
eficiary, it is counted as unearned income—the
same as unearned income from any other
source—and will reduce the individual’s SSI ben-
efit dollar for dollar. However, if the money is
paid instead to the assisted living facility on a
beneficiary’s behalf, it is treated differently. SSI
counts payment to the facility as “in-kind”
income to the beneficiary and reduces the month-
ly Federal SSI benefit by up to one-third. Even if
the “in-kind” contribution exceeds one-third of
the SSI payment, the payment is only reduced by
one-third. (See box.)

Medicaid rules follow SSI rules when families
give money directly to an individual.” That is, the
money counts as income just like any other
unearned income. Therefore, if the individual is in
a Medicaid eligibility group expected to pay a
share of the cost of medical services, all a family
cash supplement accomplishes is to increase the
individual’s share and decrease Medicaid’s share
of that cost. In some cases, as noted, such supple-
ments can result in the individual losing eligibili-
ty altogether.

Medicaid also follows SSI rules regarding pay-
ments made by the family directly to a facility for
room and board. These payments are counted as
“in-kind” income, the dollar value of which is
determined under special SSI rules. Thus, like a
family payment made directly to the individual,
the family’s payment to the facility can affect
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Effect of Income Supplementation on SSI Benefit

Assume that:

Room and board charge is $800

Individual has no income from other sources
Full SSI benefit is $512

The first $20 of unearned income is disregarded.

The difference between the SSI benefit and the room
and board charge is $288. If the family pays $288
directly to the individual, this amount (minus the $20
disregard) is subtracted from the individual’s SSI ben-
efit, leaving only $264. The individual will be even less
able to pay room and board costs than without the fam-
ily’s payment.

If the family pays $288 to the facility, then the individ-
ual’s SSI benefit is reduced by one-third to $341. The
family would then have to pay the difference between
$341 and $800 (the room and board cost), which is
$459. The consequence of the one-third reduction,
then, is that the family must increase its supplementa-
tion from $288 to $459.

Because the rule states that the SSI payment will be
reduced by up to one third, there is no limit on the
amount of money that can be paid to a facility on behalf
of the SSI beneficiary. If a family chooses, they can
subsidize services other than room and board, as well
as pay for room and board costs in more expensive
facilities, without jeopardizing an individual’s eligibility
for SSI.

Medicaid eligibility as well as increase the indi-
vidual’s share of cost.

If families want to provide support to their family
member who can cover room and board expenses,
they should directly purchase anything other than
food, clothing, and shelter. In an assisted living
setting, for example, families could pay for any
service not included in the facility rate or covered
by Medicaid, such as cable television or personal
phone service. In no such case may the state
require supplementation.

Assisted Living and the Medically Needy

Medically needy beneficiaries are persons who,
except for income, would qualify in one of the
other Medicaid eligibility categories (such as

being over age 65 or meeting the SSI disability cri-
teria). Medicaid payments can begin for this
group once they have spent down—that is,
incurred expenses for medical care in an amount
at least equal to the amount by which their
income exceeds the medically needy income lev-
els. (See Chapter 2 for additional discussion of
this group and of medically needy income eligi-
bility levels.)

The medically needy eligibility option can allow
people who have income greater than 300 percent
of SSI to become eligible for Medicaid services.
But Federal law imposes two significant con-
straints on the use of this option:

¢ The state must cover medically needy children
and pregnant women before it can elect to
cover any other medically needy group. Ad-
ditionally, the state may not place limits on
who is eligible for Medicaid by using such
characteristics as diagnosis or place of resi-
dence. Thus, it cannot use medically needy
policies to extend Medicaid services only to
HCBS waiver or assisted living beneficiaries.

* The maximum income eligibility limit that a
state medically needy program may use is
based upon its welfare program for families—
levels that are typically lower than SSI. The
income level must be the same for all medical-
ly needy groups in the state (i.e., states are not
permitted to establish higher income eligibili-
ty levels for selected subsets of the medically
needy, such as beneficiaries in assisted living
settings).

These rules have several implications that states
need to consider when trying to make the med-
ically needy eligibility option work for higher
income individuals in assisted living. (1) These
individuals may find it more difficult to incur suf-
ficient medical expenses to meet the spend-down
requirements while living in the community than
they would in a nursing home. The higher their
“excess” income, the higher the amount of their
spend-down—with the implication that only
those with extremely high medical expenses may
qualify. (2) Community providers are less willing
to deliver services during the spend-down period,
since payment cannot be guaranteed and collec-
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tion may be difficult. (3) Spend-down rules com-
bined with low medically needy income-eligibili-
ty levels mean that individuals may not have
enough total income to pay both the bills they
incur under the spend-down provision and the
room and board component of assisted living.
This is ironic since they start off with more income
relative to other eligibility groups. As of the pub-
lication date, HCFA is actively examining this
issue to find possible solutions (watch the HCFA
website for updates).

Service Payment Rates: Adequacy
Concerns

Unless the monthly rate is considered reasonable
by assisted living facilities, they will not be willing
to contract with Medicaid. In some states, rates in
the $1500-$2500 a month range may be needed to
attract enough facilities to serve Medicaid benefi-
ciaries. When considering what rate might be nec-
essary and reasonable, states might sample the
rates charged by facilities (excluding very high
end facilities) to assess (a) how they compare with
Medicaid nursing home rates and (b) how many
facilities might potentially contract with Medicaid
at rates the state might be willing to pay.

It is also important for the state to be sensitive to
the potential need to set payment levels that vary
based on the assisted living residents’ current
needs. Doing so will enable people whose condi-
tion deteriorates to stay in the assisted living facil-
ity rather than having to move to a nursing home.
A number of states use such tiered rates (includ-
ing Arizona, Delaware, Oregon, and
Washington). Rates set by case mix (as used in
Minnesota, Maine, Wisconsin, and New York)
also create incentives to accept people with high
needs and retain people whose needs increase.
Flat rates, in contrast, tend to force facilities to dis-
charge residents whose needs exceed what can be
covered under the rate.

As a final point, instead of reimbursing facilities
on the basis of specific services delivered, states
are permitted to develop a bundled monthly rate.
A bundled rate is easier to administer for the state
under a waiver program, and for providers under
any coverage option.

Endnotes

1. The primary contributors to this chapter are Gary
Smith, Janet O’Keeffe, Letty Carpenter, Robert Mollica,
and Loretta Williams.

2. Mollica, R.L. (June 1998). State assisted living policy:
1998. Prepared for The Office of the Assistant Secretary
for Planning and Evaluation, Office of Disability,
Aging, and LongTerm Care Policy. Washington, DC:
Department of Health and Human Services.

3. Case management activities are also covered rou-
tinely as a component of another service. For example,
home health agencies that provide home health servic-
es are required to perform certain case management
activities.

4. HCFA also clarifies that states can recoup the costs of
service coordination furnished to individuals returning
to the community through the HCBS waiver program
when the person is enrolled in the HCBS waiver after
discharge. As with targeted case management services,
FFP is available for service coordination furnished dur-
ing the 180-day period preceding institutional dis-
charge. These service coordination activities are con-
sidered completed when the person enrolls in the
waiver program.

5. The cost of HCBS waiver case management services
can also be claimed at the service rate.

6. Section 1616(e) of the Social Security Act.

7. Some of these “assisted living” facilities may be
termed “board and care,” depending on the state.

8. Mollica, R.L. (June 1998). State assisted living policy:
1998. Washington, DC: Department of Health and
Human Services, Office of the Assistant Secretary for
Planning and Evaluation, Office of Disability, Aging,
and Long-Term Care Policy. Also, personal communi-
cation, June 19, 2000.

9. Settings called Assisted Living Facilities (ALFs) dif-
fer widely; some provide a high degree of privacy and
services consistent with the philosophy of assisted liv-
ing; others provide very little privacy and few services.
National Association of State Units on Aging. 1999.
Advocacy practices in assisted living. A manual for ombuds-
man programs. Washington, DC: Author; Hawes, C.,
Rose, M., and Phillips, C.D. (1999). A national study of
assisted living for the frail elderly. Washington, DC:
Department of Health and Human Services, Office of
the Assistant Secretary for Planning and Evaluation,
Office of Disability, Aging, and Long-Term Care
Policy.

10. Not all of these 29 states reimburse services for
Medicaid beneficiaries. Some states reimburse for serv-



Factors to Consider When Choosing Coverage Options: Two lllustrative Services 101

ices in facilities licensed as board-and-care facilities,
and others have created assisted living as a Medicaid
reimbursed service even though the state may not have
an assisted living licensing category.

The comparability requirement does not permit states
to deny personal care services to persons in board-and-
care homes. However, states are not required to pay
twice for the same service (i.e., if the board-and-care
facility provides personal care services, the beneficiary
would be unlikely to demonstrate a medical need for
personal care services from another provider and
therefore would not be eligible for services).

11. Loretta Williams, National Association of State
Units on Aging, with data from Mollica, R.L. (June
1998). State assisted living policy: 1998. Prepared for The
Office of the Assistant Secretary for Planning and
Evaluation, Office of Disability, Aging, and Long-Term
Care Policy. Washington, DC: Department of Health
and Human Services.

12. Residents may be asked to leave under the follow-
ing conditions: (a) their needs exceed the level of ADL
services provided by the facility; (b) the resident’s
behavior interferes with the rights and well-being of
others; (c) the resident has severe cognitive decline and
is not able to respond to instructions, recognize danger,
or make basic care decisions; or (d) the resident has a
medical condition that is complex, unstable, or unpre-
dictable and appropriate treatment cannot be provid-
ed.

13. Loretta Williams, National Association of State
Units on Aging, with data from Mollica, R.L. (June
1998). State assisted living policy: 1998. Prepared for The
Office of the Assistant Secretary for Planning and
Evaluation, Office of Disability, Aging, and Long-Term
Care Policy. Washington, DC: Department of Health
and Human Services.

14. An RCF is both (a) a setting in which personal care
is provided and (b) a provider of personal care servic-
es. Arkansas allows personal care services to be pro-

vided in a person’s home or other setting, such as an
RCF. The state also allows RCFs to enroll in Medicaid
as providers of personal care services. About 1500
Medicaid beneficiaries live in Arkansas RCFs.

15. The flexible standard used in Arkansas allows a
person with mental impairments to be served in an
RCF if the facility is capable of providing the necessary
care and the individual’s physician agrees that the set-
ting is appropriate.

16. National Center for Assisted Living (1998). Facts and
trends: The assisted living sourcebook. Washington, DC:
Author. Some information on this report is on the web-
site: www.ncal.org.

17. This discussion focuses on payments by family
members. However, payments may also be made by a
special needs trust on behalf of its named beneficiary.
Many families set up such trusts for adult children with
disabilities to ensure that they will be adequately taken
care of throughout their lives.

Annotated Bibliography

National Association of State Units on Aging
(NASUA) (1999). Advocacy practices in assisted
living: A manual for ombudsman programs.
Washington, DC: Author. (122 pages)

Developed specifically to provide technical assis-
tance to ombudsmen, this manual contains infor-
mation that will be useful to policymakers who are
developing assisted living regulations or publicly
funded assisted living programs. Included in the
manual are an overview of assisted living trends
and regulatory developments, benchmarks and a
self-assessment questionnaire, an inventory of
good practices and advocacy initiatives, and a list
of assisted living resources. The publication is avail-



Guide to Chapter 6

Lessons from the Transitioning Experience with ICFS/MR. . ....... ... ... .. ... .. ... .. .. ... 104
General Factors to CONSIAEr . . ... .. 105
Obstacles t0 LOOK fOr . . . ..o 111
ENANOteS . . .o e e e 112

Annotated Bibliography . ... . e 113



CHAPTER 6

Transitioning People from
Institutions to the Community*

The realization that many people with long-term care and support needs can thrive in integrated
community settings has led to an increased commitment to transition people from ICFs/MR, nurs-
ing homes, and other long-term care institutions to the community. Since such persons have wide-
ly varying needs, the transition process presupposes that a wide range of community services and
supports are in place or under development. Approaches and methods for developing the infra-
structure needed to support community living are discussed in other chapters of the Primer. This
chapter begins with a brief overview of how states have used Medicaid HCBS waiver programs to
transition persons from ICFs/MR to the community. It then discusses (a) important factors states
need to consider when planning transition programs for persons in nursing homes and (b) options
for using Medicaid dollars to help cover certain transitional costs.

Introduction

Many states have been active in creating alternatives to institutional care for persons with disabilities, in
order to provide services and supports in the most integrated setting appropriate to an individual’s
needs. The recent Supreme Court decision (Olmstead v. L.C.) gives legal weight to this policy direction.?
State efforts to move persons out of nursing homes and other long-term care institutions into commu-
nity settings can be an important part of a state’s “comprehensive effectively working plan” for provid-
ing services to qualified persons in the most integrated setting, as described in HCFA guidance sent to
states in January 2000. (See Appendix Il for the complete text of this guidance.)

Transitioning people with disabilities from institutions to the community began in a serious way with the
recognition that many persons with mental retardation and other developmental disabilities were living
in large public institutions for whom institutional placement was not, in fact, appropriate. This recogni-
tion, starting in the 1970s, led to successful efforts by many states to sharply reduce the number of peo-
ple living in large institutions (16 or more beds) by transitioning residents to a range of smaller, commu-
nity settings. This dramatic wave of deinstitutionalization set in motion the realignment of state devel-
opmental disabilities service systems from institutionally dominated to community-centered systems.

The first section of this chapter provides a brief overview of the transition experience from ICFs/MR,
distilling the lessons learned from the experience that apply to transition programs more generally. The
chapter then discusses major factors states need to consider when setting up transition programs, focus-
ing primarily on the transition of nursing home residents.
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Lessons from the Transitioning
Experience with ICFs/MR’

Medicaid funding for home and community serv-
ices for persons with mental retardation and other
developmental disabilities, particularly through
HCBS waiver programs, has played a pivotal role
in enabling a substantial majority of states to
reduce (or in some cases, end completely) long-
term care service delivery in large state institu-
tions. Between 1992 and 1999, states closed more
than 80 large public institutions. Eight states and
the District of Columbia no longer have any large
state institutions in operation. The number of
individuals served in non-state ICFs/MR in these
and other states has also declined, as states have
shifted to using HCBS waiver programs as a
means to pay for home and community services
for people with developmental disabilities.

When HCBS waiver programs became available,
many states (e.g., Colorado, Oregon, Vermont,
New Hampshire) ceased sponsoring additional
ICF/MR development altogether. For example,
while closing the Laconia state institution in 1984,
New Hampshire switched entirely to providing
HCB waiver services to both former residents and
individuals with similar needs already in the com-
munity.

The decline in ICF/MR utilization began about
the same time that the number of people with
developmental disabilities participating in HCBS
waiver programs began to grow very rapidly.
Between 1990 and 1999, the number of individuals
participating in HCBS waiver programs for peo-
ple with developmental disabilities grew nearly
sixfold.* A major reason for increased use of HCBS
waivers is the flexibility they afford states to offer
services and supports that can accommodate indi-
viduals with a wide range of different needs in a
targeted fashion without resorting to institutional-
ization (discussed further below).

The successful transitioning of people with devel-
opmental disabilities from institutions to the com-
munity demonstrates that HCBS services can be
cost-effective substitutes for institutional services.
However, the mere exchange of one source of
funding for another is not the whole story. States
that have been especially successful in closing

large public facilities and reducing reliance on
institutional and ICF/MR services overall have
taken many other important steps to ensure that
the needs of individuals with developmental dis-
abilities could be met in the home and communi-
ty. Many of these steps are equally applicable to
beneficiaries with other disabilities being transi-
tioned from nursing homes, state mental hospi-
tals, and other institutions (as discussed further in
the next section).

»  Development of community-based crisis and quick-
response capabilities. Maine established crisis
response teams, resource coordinators, and
emergency placement beds in small settings in
each of its three regions as part of the initiative
to close its Pineland Center facility. Pineland
Center had functioned as a “crisis-placement”
facility. By providing resources in the commu-
nity to respond to crises and working out per-
manent solutions for the individual, a prime
rationale for operating Pineland was eliminat-
ed. Development of a similar capability was
instrumental in Vermont’s closing its Brandon
facility in 1992 and in Oregon’s closing its
Fairview facility in February 2000.

¢ Being prepared to meet, in the community, the
needs of individuals with multiple disabilities who
need particularly intensive services. Individuals
are often portrayed as “requiring” institution-
al services, when they can actually remain suc-
cessfully in home and community settings as
long as they have relatively intensive sup-
ports. The need for such intensive services
may continue indefinitely for some of these
individuals. For others, a decrease in service
intensity over time has been noted. States have
taken steps to provide the needed services in a
community setting by permitting development
of HCBS waiver plans of care that allow costs
above the average for institutions in that state.
This allows states to decide on the plausibility
of transitioning for a particular individual,
without forcing individuals de facto to seek
institutional care simply because of a cost cap.

»  Provision of higher than average funding allocations
for individuals transitioning to the community.
States have found that the costs of community
services for people being transitioned from



institutional services can be higher than the
costs of HCB waiver services furnished to per-
sons who have not been institutionalized. This
cost differential arises in part because many
institutionalized persons have multiple func-
tional limitations that require more intensive
service provision to enable them to remain in
the community. But the main reason for higher
costs is that such individuals tend to require
more paid services simply because they fre-
quently lack adequate networks of informal
and community supports (a lack that led to
their institutionalization in the first place).

Although most states accommodate transi-
tioning individuals from institutional settings
through their existing HCBS waiver pro-
grams, a limited number operate distinct
HCBS waiver programs for people transition-
ing from institutional settings. For example,
Georgia created a special HCBS waiver pro-
gram for individuals who transitioned to the
community during the state’s closure of its
320-bed, Atlanta-based Brook Run facility in
1997. Closure of this facility resulted in cost
savings that enabled Georgia to provide HCB
waiver services to 180 additional individuals
over and above the persons placed from insti-
tutional settings.

Development of family support programs. Family
support services are crucial in avoiding unnec-
essary placements and are used by many
states to reduce reliance on institutional serv-
ices. For example, Michigan reduced the num-
ber of individuals it served in large public
facilities from over 6000 in 1977 to fewer than
300 in 1998—in large part by launching and
sustaining family support programs.

Development of strong, locally centered communi-
ty service systems. In developmental disabilities
services, creating a strong infrastructure at the
community level has proven important in
avoiding institutionalization and promoting
quality service. Development of New Hamp-
shire’s locality-based, non-profit Area Agency
system played a major role in facilitating clo-
sure of its Laconia facility. An important step
in Michigan’s transition activities was the
state’s strengthening of its network of local
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governmental Community Mental Health Ser-
vice Programs. As part of its overall plan to
close its Brandon facility, Vermont placed
major emphasis on upgrading the skills of its
community workforce and maintains a strong
program of training community workers. In
Kansas, the state developmental disabilities
authority and the state’s University Affiliated
Program forged a partnership to improve the
training and skills of the community work-
force—a step that was instrumental in en-
abling the state to transition many institution-
al residents to the community.

* Making large-scale investments in quality assur-
ance and quality improvement capabilities. Wy-
oming used such an investment to successfully
place more than two-thirds of all the residents
of its State Home and Training School in the
community during the 1990s. The Division of
Developmental Disabilities outstationed a
cadre of field staff—initiating a comprehen-
sive program of top-to-bottom reviews of
community programs (including highlighting
best practices), among other steps to improve
worker training.

General Factors to Consider

Although states have much less experience transi-
tioning people out of nursing homes than out of
ICFs/MR, the earlier experiences transitioning
persons with mental retardation and other devel-
opmental disabilities to the community provide
valuable lessons for transitioning residents of
nursing homes; and the same principles apply.
The ability to achieve successful transitions from
institutional to community-based living depends
fundamentally on the ability to match the needs of
the persons who have been living in nursing
homes or other institutional environments with
the availability of home and community services
to meet those needs.

Persons leaving ICFs/MR have varying types and
levels of need. Residents of nursing homes or
other types of institutions are an even more het-
erogeneous group. In the same nursing home, for
example, the individuals to be transitioned may
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Nursing Home Transition Grants Program

To assist states in providing transition options to
Medicaid beneficiaries residing in nursing homes,
HHS—through the combined efforts of HCFA and
ASPE—has sponsored a grant program entitled the
“Nursing Home Transition Program.” Its purpose is
to assist current nursing home residents who choose
to do so to move to home and community settings,
remain there safely, and maximize their participation
in community life. In 1998, grants averaging $175,000
were made to four states: Colorado, Michigan, Rhode
Island, and Texas. In 1999, grants averaging
$500,000 were made to four additional states: New
Jersey, New Hampshire, Vermont, and Wisconsin.
Each of the grantee states has implemented transi-
tion programs unique to their long-term care sys-
tems. HHS plans to continue making grants under
this program for one additional year and perhaps
longer. The 1999 Supreme Court decision in the
Olmstead case, which requires states to develop
plans for serving persons with disabilities in the com-
munity, has increased state interest in the program.

include a 75-year-old with cognitive impairment
and multiple medical problems, a 45-year-old
with quadriplegia, and a 25-year-old with a trau-
matic brain injury. They will have some needs in
common. But they will also require services and
supports tailored to their specific situations.

Whether a person currently resides in a nursing
facility or an institutional facility the state is down-
sizing or closing, the steps in planning or arranging
for community services are the same. In either case
solid transitional planning is essential. However,
additional challenges are involved when downsiz-
ing or closing an institutional facility, including
maintaining the quality of facility services and
worker morale, assisting workers to find other
employment, addressing the “dual funding” prob-
lem (i.e., meeting the costs of maintaining facility
operations while underwriting the costs of com-
munity placement), and ensuring that any special
services provided in the facility will be available to
individuals after they have left the institution.

Because each person has unique needs, the com-
plexity and cost of an individual’s actual transi-
tion process will vary. For this reason, it is crucial
that transition programs be designed to operate
with maximum flexibility. However, seven over-

arching steps need to be taken in setting up all
transition programs, irrespective of the particular
needs being addressed:

+ ldentifying and addressing administrative and
legal barriers

+ ldentifying and educating residents with the
desire and the potential for transition

* Involving and collaborating with key players
in the disability arena

+ Developing and implementing care manage-
ment systems that support transition

* ldentifying and addressing housing needs and
payment sources

* Providing innovative and flexible funding
mechanisms

+ Establishing a quality assurance system that
effectively balances risk and autonomy.

The remainder of this chapter discusses these
activities as they relate to the transition of nursing
home residents to the community. It is important
to note that, although Medicaid can be used to
help support many of these activities, states that
have undertaken transition programs or facility
closures emphasize that many costs associated
with them are not covered by Medicaid. Such
costs can include temporary rental assistance, fur-
niture and clothing, and direct cash payments to
individuals and families for one-time costs associ-
ated with the move.

Identifying and Addressing Administrative
and Legal Barriers

The first step a state must take when considering
whether to start a transition program is to analyze
state Medicaid regulations and administrative
policies. This is to identify any institutional bias
that might make it difficult or impossible for some
people living in nursing homes to be served in the
community. If a state does not use the 300 percent
special income rule for its HCBS waiver program,
for example, some nursing home residents will



not meet the financial eligibility criteria for waiv-
er services, even though they can be appropriate-
ly served in the community. Similarly, if Medi-
caid’s maintenance needs allowance is too low to
permit the person to cover realistic room and
board costs in the community, persons living in
nursing homes may be unable, simply for finan-
cial reasons, to transition to certain residential
care facilities. (See Chapter 2 and Chapter 5 for in-
depth discussions of such barriers.)

Identifying and Educating Residents with
Desire and Potential for Transition

Medicaid flexibility gives states the means to
develop home and community programs able to
serve individuals with widely varying needs.
States, however, face a number of challenges
when developing a successful nursing home tran-
sition program. They must first establish who the
target population will be: Individuals under age
60? Those with a lower level of need (versus those
needing a skilled level of care)? Those who have
been in a nursing home for less than a year?

Once the target population has been selected,
states must then develop referral, screening, and
assessment procedures to identify individuals
residing in nursing homes (or other institutions)
who have the desire and the potential to be transi-
tioned successfully to the community. Some states
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have used the nursing home minimum data set
(MDS)s or other screening and assessment tools as
a baseline to identify potential candidates. The
MDS is a core set of screening and assessment ele-
ments that forms the foundation of the comprehen-
sive assessment for residents of long-term care
facilities. By looking at factors captured in these
data sets—such as medical needs, functional status,
and lengths of stay—transition programs can
screen for potential candidates, who can then be
further assessed for transition. The MDS data also
include limited information on consumer prefer-
ences, which states might find useful to review in
their initial screen as well.

Using MDS data in this manner, while a useful
step, is by no means sufficient. Many individuals
who are good candidates for a transition program
may not show up in the initial screening.
Therefore, programs should not rely solely on
screening tools but should work with persons and
groups who know the nursing home residents, as
well as the services and supports that may be
available to them. Such knowledge can make
them invaluable sources of information to identi-
fy appropriate candidates for the program.
Nursing home ombudsmen, independent living
centers, protection and advocacy organizations,
and other local groups and programs can also
serve as important partners in the identification
process itself. A number of states use centers for
independent living to assist in the identification of

Examples of State Transitioning Programs

Maine

The Alpha One Center for Independent Living in Maine instituted a state demonstration program in 1997 to move
40 adults under age 60 out of nursing homes. An independent evaluator is currently using the MDS database to
profile and track individuals who leave the nursing home* and compare their characteristics with those of a sim-
ilar population that remains in the nursing home.

The demonstration will track and compare functional status and quality of life changes. The results will yield a
profile of required supports for successful community living. Another component of the evaluation will determine
policy problems in the state that create barriers to community living.

Vermont

As part of its “One to One” transition program, Vermont has developed an assessment instrument, using a for-
mula derived from the MDS to profile those individuals with a high potential for success in the community.
Individuals are targeted for transition based on this assessment, their resource utilization groups (RUGS) classi-
fication, and other factors, including preference for community placement.

*For the individuals who leave the nursing home a modified MDS must be used, because the MDS itself is used only in an institu-
tional context.
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individuals and with the transition process. The
expertise and capabilities of such community
organizations should be tapped early on to assure
effective collaboration. Finally, individuals for
whom a successful transition plan could not be
arranged during the initial attempt should be
recontacted on a regular basis to discuss new
options for achieving the transition goal.

Involving and Collaborating with
Key Players

To develop processes and procedures that will
result in the successful relocation of nursing home
residents who are appropriate for home and com-
munity settings, states need to take account of the
interests of multiple constituents. Nursing facilities
have business interests to protect; legislators have
budgets and constituents to consider; communities
and community providers have capacity con-
straints; families and other potential caregivers
may have multiple competing responsibilities.

A good way of taking these interests into account,
and thus increasing a nursing home transition pro-
gram’s chance of success, is to develop partner-
ships with these key constituents. Partnerships can
be with the consumer, the consumer’s family and
significant others, advocacy groups, Centers for
Independent Living, housing authorities, other
state agencies, the state legislature, and the nurs-
ing homes themselves. Some of these entities can
also assist the state Medicaid program to identify
the home and community service infrastructure
necessary for a successful transition and help
design service and support systems. It is important
that the key constituent list include individuals or
groups that are experienced in moving people out
of nursing facilities and that they be involved at
the earliest feasible point in the process.

Advocacy groups and consumers can be used to
educate case managers about the consumer’s
needs and preferences. Nursing homes can be
another valuable resource, and many welcome
assistance with discharge planning. Nursing
home social workers, for example, can work with
residents and family members to identify neces-
sary medical and other supports (therapists,
physicians, mental health centers) and provide

charts, MDS assessments, and plans of care.
Nursing home staff can also help to identify can-
didates for transition.

Developing and Implementing Care
Management Systems That Support
Transition

Care management—also called case management
and service coordination—is the process of using
information from an assessment to develop a serv-
ice plan. It involves working with a client (and
family when appropriate) to identify the client’s
goals, preferences, and priorities, and to draw up
a plan to provide the services necessary to support
the client in the community. Care management
also includes arranging for services, following up
to ensure that services are in place, developing
networks of individuals and organizations that
can provide ongoing support, monitoring the
client’s situation on an ongoing basis, and adjust-
ing the service package as needed.

Strong and flexible care management is central to
the success of a transition program. Intensive care
management systems can successfully relocate
individuals into the community, often with long-
term cost-savings. Medicaid allows states to pay
for care management services related to transition-
ing an individual from an institution, as long as
they do not duplicate regular discharge planning
services paid for through another source.
Medicaid-reimbursable care management services
that help to ensure a successful transition include:

« Discussing options with the resident
« Arranging visits to potential settings

* Providing consumer education and training
prior to discharge

* Arranging transportation on moving day

* Making sure the new location is appropriately
furnished

+ Implementing a plan of care so that services
are available immediately when the benefici-
ary moves.
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Colorado’s Deinstitutionalization Pilot Project

A single entry point (SEP) program integrates multiple providers in a system that delivers long-term care servic-
es to persons with a wide range of conditions and service needs in a way that appears seamless to the clients.
Colorado has expanded the role of its SEP program to provide case management services to residents in nurs-
ing facilities who can and choose to be supported in community settings. The SEP program was established in
1993 to provide integrated referral and assessment of potential clients for the state’s HCBS waiver and state-only
community care programs. Under the pilot program, the Colorado Department of Health Care Policy and
Financing and the SEP program worked closely with nursing homes to identify potential clients. The state eval-
uated the transition program’s cost and processes and measured client pre- and post-transition satisfaction.

The evaluation found that nursing home staff were the most frequent source of referrals and a critical resource
for identifying candidates for successful transition. Factors associated with successful transitions included the
availability of family support and the use of case management services. Age and functional limitations did not
appear to be significant determinants of a successful transition. Most successful transitions occurred for those
individuals residing in the nursing facility for less than one year. (See Chapter 9 for an in-depth discussion of SEP

systems.)®

Three options are available for obtaining Medi-
caid reimbursement for care management servic-
es: case management as a waiver service, the tar-
geted case management option, and administra-
tive claiming.” (Chapter 5 describes in detail the
advantages and drawbacks of each of these pay-
ment methods.)

The targeted case management option is likely to
offer the most flexibility, because it can be targeted
specifically to persons who are being transitioned
to home and community settings. The Federal
statute defines targeted case management as
“services which assist an individual eligible under
the plan in gaining access to needed medical,
social, educational, and other services.” This defi-
nition enables states to coordinate a broad range of
activities and services outside the Medicaid pro-
gram that are necessary for the optimal function-
ing of a Medicaid beneficiary. States desiring to
provide these case management services under the
targeted case management option may do so by
amending their state plans accordingly. If a state
does not plan to offer the service to all Medicaid
recipients, the amendment must specify precisely
the group or groups to be served.

HCFA recently enacted a policy change making it
possible to obtain Medicaid funding for case man-
agement services provided during the last 180
consecutive days of a Medicaid-eligible person’s
institutional stay, if provided for the purpose of
community transition. When the case manage-
ment services are provided under the targeted case

management option, states may specify a shorter
time period or other conditions under which tar-
geted case management may be provided.®

Case management furnished as a service under an
HCBS waiver may also be provided to institution-
alized persons during the last 180 consecutive
days prior to discharge. However, FFP is available
only on the date the person leaves the institution
and is enrolled in the waiver. In these cases, the
cumulative total amount paid is claimed as a spe-
cial single unit of transitional case management.
See Appendix Il for the complete text of the recent
case management policy changes.

Identifying and Addressing Housing Needs
and Payment Sources

Lack of accessible, appropriate, affordable, and
safe housing can be a major barrier for transition
programs. Waiting lists for support services often
run up against even longer waiting lists for hous-
ing. In some cases, individuals may remain in
nursing homes solely because there are no other
housing alternatives. In such cases nursing homes
could essentially become shelters for homeless
people.

Housing needs differ, depending on individual
needs. States have been working with their regional
and local housing authorities with varying degrees
of success to come up with creative solutions to
housing problems. Stronger partnerships between
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health and housing authorities at both the state and
Federal levels are often cited as the most important
need in the search for comprehensive approaches
to maintaining people in the community.

Many states have chosen to offer assisted living,
generally to persons age 65 and older. This term
refers to a combination of housing and services in
a residential environment that serves to maximize
the autonomy and functioning of residents, many
of whom require assistance to pursue their day-to-
day activities. States do this by combining hous-
ing dollars from various sources (e.g., state,
Federal, and private funds) with service dollars
from Medicaid’s HCBS waiver program or, to a
lesser extent, through the Medicaid state plan per-
sonal care option.

In FY 2000, the U.S. Department of Housing and
Urban Development (HUD) was authorized to
offer funding to develop and/or convert Section
202 housing stock to assisted living facilities. HUD
will provide subsidies to providers based on an
approved state or local plan to furnish appropriate
supportive services. Some analysts believe that
conversion of Section 202 housing to assisted liv-
ing has the potential to support a consumer-
focused model, by organizing services around the
resident rather than a facility. Others argue the
reverse—that these opportunities can limit indi-
vidual autonomy by tying housing to services.
These observers would rather see housing and
service dollars following people to their settings of
choice. In any case, pairing HUD and Medicaid
dollars to provide assisted living does provide cer-
tain low-income persons—particularly frail elderly
persons—with an affordable alternative to nursing
homes. (See Chapter 5 for a detailed discussion of
factors to consider when using Medicaid to cover
assisted living for older persons.)

Assessments for accessibility

Environmental modifications are often crucial to a
state’s ability to serve an individual in the com-
munity. FFP may be available for the costs of
assessing accessibility and the need for modifica-
tions in a person’s home or vehicle in three ways.

First, FFP may be claimed at the administrative
rate for assessments to determine whether the
person’s home or vehicle requires modifications

to ensure the health and welfare of an HCBS waiv-
er participant. (Assessment costs incurred to
determine whether an individual’s needs can be
met under an HCBS waiver may qualify for FFP
regardless of whether or not the person is eventu-
ally served under the waiver.)

Second, the cost of environmental assessment
may be included in the cost of environmental
modifications under an HCBS waiver. Third, the
assessment may be performed by another service
provider, such as a home health agency or an
occupational therapist. FFP is available at the
service match rate when these providers perform
assessment in addition to their other duties. (See
Appendix Il for the complete text of HCFA’s guid-
ance on FFP for assessing accessibility.)

Providing Innovative and Flexible Funding
Mechanisms

One potential barrier to a successful transition
program is inflexible funding streams. Even when
home and community services are less expensive
than nursing home care, it is often difficult for an
individual to choose these services due to either
one-time costs associated with transitioning or
lack of coordinated funding. Typical one-time
costs associated with moving into a community
home include: first and last month’s rent, security
deposit, telephone deposit and installation fees,
bed, linens and towels, and cooking utensils. Such
costs will vary due to geographic differences in
rents. One estimate puts them in the range of
$1800.°

Transition programs need flexible funding
arrangements that permit funding to shift from
institutional care to home and community servic-
es by following individuals to the service setting
of their choice. Oregon’s regulations, for example,
use state-only dollars to provide a special needs
allowance for beneficiaries who are being divert-
ed from entering or relocated from a nursing facil-
ity. Under this provision, payment for one-time
needs can be authorized for household equipment
and furniture, minor home repairs, rent or utility
deposits, moving costs, property taxes, and trans-
portation costs. Such special needs payments can
be authorized only after all other sources of sup-



port (e.g., family, neighbors, friends, United Way,
Salvation Army) have been utilized.

Establishing a Quality Assurance System
That Effectively Balances Risk and
Autonomy

Community living presents a different set of risks
from those associated with living in an institution.
Transition programs need to have a quality assur-
ance (QA) system that monitors and helps ensure
service quality and client safety, particularly for
the first feww months in the community setting. At
the same time, however, such a QA system must
respect individuals’ autonomy by acknowledging
their choice to assume risk. The balance is delicate
and can be hard to achieve. Programs that use a
consumer-directed model allow individuals to
assume more individual responsibility and
accountability in a residential care setting than
does an agency-directed model (see Chapter 7 for
a full discussion).

The assurances HCFA requires from states for
approval of HCB waiver services include “neces-
sary safeguards” to protect the “health and wel-
fare” of persons receiving services in the commu-
nity. Since HCBS waiver programs serve a diverse
array of target populations, no one-size-fits-all
application of these QA requirements can be pre-
scribed. (Further discussion of quality assurance
and improvement is outside the scope of this
Primer.)

Obstacles to Look For

Although transitioning people out of institutions
can save money over the long term, the process
can incur major up-front costs that are not reim-
bursable by Medicaid. Given this, states may want
to consider strategies that will divert people from
entering institutions, particularly nursing homes,
in the first place and ensure a quick return to the
community if placement is unavoidable.

The ICFs/MR experience illustrates that the best
transition program is one that makes sure that
very few people will need to be transitioned. In
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Hawaii’s System for Transitioning People with
Serious Mental Iliness to the Community

In response to a Federal court consent decree, the
Hawaii Department of Health, Adult Mental Health
Division developed a program to identify persons
residing in Hawaii State Hospitals who could more
appropriately be served in the community. Each
patient was assessed by clinical staff at the hospital
and a discharge plan was developed for those so
identified. These discharge plans were also used to
develop a community service plan, which includes a
variety of clinical, residential, and support services.
State funds were used to develop new services,
including case management, assertive community
treatment, and housing. Medicaid funding pays for
many of the services, but not for housing. As a result
of this program, between 1997 and 1999 the state
experienced an approximately 34 percent increase in
discharges from the State Hospital.

the mental retardation and developmental disabil-
ities field, this is known as the front door/back
door connection. Little progress with transition-
ing can be made so long as the front door to the
institution remains open; intervention before
inappropriate placement (i.e., diversion) is easier
than intervention after placement.

Many persons who can be served successfully in
the community are admitted to nursing homes
from hospitals. In some cases, this may be because
hospital social work staff, under pressure to dis-
charge people quickly, may not be aware of or
have the time to explore community options. As
part of their approaches to expanding community
placement strategies, Colorado and Texas have
developed procedures specifically to divert
appropriate individuals from nursing home place-
ment after a hospital stay.

Colorado’s program serves as an example.
Colorado developed its diversion program to
address state-specific barriers to community
placement. These included: (a) long delays in pro-
cessing Medicaid eligibility prior to discharge
from hospitals; (b) lack of general awareness of
community options on the part of discharge plan-
ners and consumers; and (c) inadequate personal
resources to stay in the community.
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To respond to the first of these obstacles, Colorado
instituted a hospital-based care management pro-
gram that dispatches a special case manager to a
pilot site hospital (both inpatient and outpatient
settings) solely for the purpose of ensuring an
expedited Medicaid eligibility determination pro-
cess. The program is now in the process of devel-
oping a screening instrument to identify persons
at risk of nursing facility placement, for use by
hospital discharge planners and case managers.
(Chapter 9 discusses ways to expedite eligibility
determinations.)

Endnotes

1. The primary contributors to this chapter are Gavin
Kennedy, Gary Smith, and Janet O’Keeffe.

2. The Court affirmed the rights of qualified individu-
als with disabilities to receive services in the most inte-
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stances to provide community services for persons
with disabilities who would otherwise be entitled to
institutional services. See Introduction for more infor-
mation on the Olmstead decision.
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Residential services for persons with developmental disabili-
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University of Minnesota, Research and Training Center
on Community Living. Smith, G. (2000). Medicaid long
term services for people with developmental disabilities.
Alexandria, VA: National Association of State
Directors of Developmental Disabilities Services, Inc.

4. Smith, G. (2000). Medicaid long term services for people
with developmental disabilities. Alexandria, VA: National
Association of State Directors of Developmental Dis-
abilities Services, Inc.

5. Federal law mandates use of the MDS for all resi-
dents of facilities that are certified to participate in
Medicare or Medicaid SNFs and hospital-based skilled
nursing units. These facilities are required to conduct
comprehensive, accurate, standardized, and repro-
ducible assessments of each resident’s functional
capacity using a Resident Assessment Instrument
(RAI). The RAI consists of the MDS, Resident Assess-
ment Protocols (RAPSs), and Triggers.

6. Bell, J. (1998). The deinstitutionalization pilot project:
Evaluation and status report. Denver: Colorado Depart-
ment of Health Care Policy and Financing.

7. Case management can also be provided as an inte-
gral and inseparable part of another covered service.

8. Medicaid funding is not available for targeted case
management services provided to persons who are
receiving services in an institution for mental disease
(IMD), except for services provided to elderly individu-
als and children under the age of 21 who are receiving
inpatient services.

9. Mike Oxford, Executive Director, Topeka Inde-
pendent Living Resource Center, Topeka, Kansas. Per-
sonal communication. May 23, 2000.

10. The states funded these programs in part from a
grant through the Nursing Home Transition Program
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CHAPTER 7

Consumer-Directed Home and
Community Services'

Individuals with disabilities want and expect to control their own lives. This includes having a
direct say about the home and community services and supports they receive through the Medicaid
program. Increasingly, states are implementing consumer-directed models of home and communi-
ty service delivery that provide options for individuals and their families to direct and manage
their own services and supports. Consumer-directed services are an alternative to traditional
agency-based service delivery models and can be offered alongside traditional models. This chapter
describes the main features of consumer-directed home and community services, and the interplay
between consumer-directed options and Medicaid policy. It focuses on services furnished through
the Medicaid personal care services state plan benefit and the 1915(c) HCBS waiver authority. The
chapter includes examples of several states’ consumer-directed models.

Introduction

Home and community service programs are frequently criticized for operating under a so-called medical
or professionally managed model, under which professionals decide what services will be provided and
how, when, and by whom. Many individuals feel these models do not meet their needs. Consumer-
directed (CD) services first emerged in personal assistance services as an alternative to the individual’s
being limited to obtaining attendant services only from employees of professional agencies or from spe-
cific agencies licensed, certified, or otherwise authorized under a public program. A CD service model:
(a) gives beneficiaries (and/or their families) the authority to develop service and support plans that
reflect their wishes and preferences, and (b) gives them the choice of hiring/firing, scheduling, training,
supervising, and purchasing services and, within the boundaries established by law, directing the pay-
ment of personal assistance workers and other service and support providers.?

Since its inception, the Medicaid program has been premised on the statutory principle that each benefici-
ary of service has the right to choose his or her own health care provider.® Over the past few years, as
Medicaid’s role in furnishing home and community long-term services has expanded, consumer direction
and self-management of services have emerged as critical elements in enabling people with all types of dis-
abilities to direct and manage their own services and supports. CD models are being increasingly used in
the provision of Medicaid home and community long-term services. And state-initiated approaches, aimed
at increasing the individual’s choice and control with respect to Medicaid services and supports, continue
to generate much interest throughout the country. These approaches include the Self-Determination for
People with Developmental Disabilities, Cash and Counseling, and Independent Choices initiatives.
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Personal Assistance Service Delivery Models: Two Ends of a Continuum

Two examples of state personal assistance service delivery models illustrate the ends of a continuum, with many
different models falling between them.

Consumer-Directed Personal Assistance Service Delivery Models

Consumer-directed (CD) models enable individuals to hire and fire, schedule, train, and supervise their own per-
sonal assistance providers (usually termed aides, attendants, or workers), with few restrictions on who can be
hired. A CD model typically puts all responsibility for recruiting and selecting an aide on the individual (or fami-
ly) and usually assigns the individual responsibility for ensuring that the aide(s) know how to do the work and
for training the worker(s) if necessary. Public programs occasionally assist in identifying potential candidates, by
providing a worker registry or helping the consumer perform a criminal background check. A CD model may
also make publicly funded consumer and worker training available. Although the number of hours of personal
assistance authorized for the individual in any particular month might be limited, individuals have the authority
to schedule when the assistance will be provided, and both consumer and worker are free to negotiate sched-
ule changes. A full-fledged CD model also involves individuals in the process of paying their workers (e.g., by
signing timesheets), even though the actual wages are paid from public funds.

Professionally Managed Service Delivery Models

Professionally managed models require that aides be employees of authorized home health or home care agen-
cies. Agencies hire workers according to agency criteria and assign employees to serve particular consumers.
Choice among agencies is limited by the number of authorized providers in the area where the consumer lives.
Frequently, there is only one such agency. Consumer choice of agency aides is generally restricted to “veto”
power—although dissatisfied consumers may ask to have a worker replaced, and the agency will generally
honor such a request as long as another worker is available. Agencies may shift employees from one individual
to another—although they typically try to honor individuals’ requests to have the same workers on a regular
basis. Agencies also schedule the aides’ work hours and may determine whether or to what extent they will
accommodate consumer scheduling preferences. Agencies also conduct aide training and supervision. Some
public programs mandate minimum training and supervision requirements. Others leave it up to the agencies or
state licensing laws to set such requirements. Since training, certification, and professional supervision require-
ments can affect service costs, the added value of such requirements needs to be carefully assessed.

This evolving concept, referred to alternatively as
self-determination, consumer-directed services,
and participant-driven supports, is having a sig-
nificant impact on the development and imple-
mentation of home and community services and
supports for people with developmental disabili-
ties, physical disabilities, and serious mental ill-
ness, as well as elderly individuals who have all
types of disabilities. Regardless of the nomencla-
ture used, implementing the concepts of consumer
direction or self determination enables states to
offer individuals the opportunity, support, and
authority to direct the services they receive.

The principles of consumer direction encompass
the goal of affording consumers the authority and
tools to craft their own services plans, with the
freedom to use both traditional and nontradition-

al providers and to direct and manage their serv-
ices and supports. In the CD model, the Medicaid
beneficiary is his or her own *“care/service man-
ager” (with the assistance, at the discretion of the
individual, of friends and family members).
Individuals still have access to advice and profes-
sional expertise. However, this assistance takes
the form of educating and supporting consumers
to do their own care planning and service coordi-
nation, rather than doing such tasks for them.*

Assistance for individuals in managing and
directing their home and community services and
supports can be provided by paid professionals
who are variously termed service coordinators, sup-
port brokers, personal agents, counselors, or consult-
ants. This new terminology underscores the philo-
sophical differences between professional case/



care management as typically practiced and sup-
porting individuals in directing and managing
their own services.®

The principles of CD services are also reshaping
the provision of home and community services for
individuals with cognitive disabilities. For exam-
ple, self-determination for people with develop-
mental disabilities embraces the principle that
individuals should have the authority to select,
direct, and manage their services. In self-determi-
nation, individuals may enlist and invite friends
and family members (in the form of a “circle of
support”) to assist them in directing and manag-
ing services. The person’s legal representative or a
surrogate decision maker may also assist and
advise the individual and perform some service
management tasks.

Until recently, CD models have been seen as
appropriate mainly for younger adults with phys-
ical disabilities, because these models originated
in the independent living movement initiated by
this group. However, research suggests that con-
sumers of all ages and their families would like to
be more actively involved in planning and direct-
ing the services they receive.® Not surprisingly,
state policymakers, program administrators, and
consumer constituency groups are increasingly
recognizing CD principles as having broad appli-
cability across the full spectrum of individuals
who need home and community services, includ-
ing elderly persons and persons with cognitive
disabilities (e.g., persons who have a severe men-
tal illness, a developmental disability, or demen-
tia). CD service models are seen as an important
means to improve consumer satisfaction with
services, involve individuals and families in
improving the quality of services, and promote
cost-effective service delivery.

Limits on the permissible scope of consumer
direction are necessary, of course, when services
are financed with public funds. In many CD serv-
ice models, limitations on consumer choice and
control are delineated—with a clear distinction
between the gate-keeping and monitoring func-
tions necessary to maintain fiscal control and pub-
lic accountability, on the one hand, and the CD
features of the model, on the other.
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It is also important to note that CD models can
(and usually do) operate side by side with profes-
sionally managed service delivery models. Indi-
viduals and families differ in the extent to which
they wish to take on full management of their serv-
ices. Some people want to exercise a high level of
control, while others prefer to have services and
supports managed by a provider agency—so long
as the agency is responsive to their needs and pref-
erences. Consequently, neither individuals nor
states face an either/or proposition. What is impor-
tant is that home and community services afford a
full range of options for consumer direction.

There is little doubt that CD service principles will
fundamentally reshape the future provision of
home and community services for people with all
types of disabilities.

Consumer Direction and Medicaid

As the role of the Medicaid program in under-
writing home and community services has
expanded, questions have arisen concerning the
compatibility of CD models and principles with
Medicaid requirements. Part of the mythology
that surrounds the Medicaid program is that
Federal rules dictate the use of a medical or pro-
fessionally directed model and that, therefore, the
program cannot accommodate or might actually
be hostile to CD models in the home and commu-
nity services arena. This is not the case.

For example, Medicaid can cover long-term serv-
ices provided by in-home aides or attendants in
three ways—under the mandatory home health
state plan benefit, the personal care services
optional state plan benefit, and 1915(c) home and
community-based services waiver programs. Of
these, only coverage under the mandatory home
health benefit limits the provision of services to
Medicare/Medicaid certified home health agen-
cies that meet Federal “conditions of participa-
tion”—conditions that limit the extent to which
individuals can direct their own services. Only a
few states (e.g., Colorado, Delaware) finance even
a small amount of long-term home attendant care
under the home health benefit. In no state, how-
ever, is the home health benefit the only or even
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the primary mechanism for financing personal
assistance services. Most states offer Medicaid
personal assistance services either through the
personal care services optional state plan benefit
and/or under one or more 1915(c) waivers.
Neither of these financing mechanisms requires
states to adopt a medical or professional model of
service delivery.

CD models for personal assistance services first
took hold in various state non-Medicaid personal
assistance programs, most notably the California
In-Home Supportive Services (IHSS) program.
These programs grew out of the independent liv-
ing movement for people with disabilities during
the 1960s and 1970s. Since then, and at a quicken-
ing pace in recent years, the essential features of
CD services have been incorporated in many
Medicaid home and community service programs;

* Although many states require that personal
care services be provided by state licensed
home care agencies (though not necessarily by
Medicare/Medicaid certified home health
agencies), other states allow CD organizations,
such as independent living centers, to be per-
sonal care services providers. Many states also
make it possible for beneficiaries to hire “indi-
vidual providers” of attendant services, either
directly or through CD provider organizations.

» Several states (most notably Oklahoma and
Michigan) have covered Medicaid services
provided by consumer-hired attendants under
the personal care services optional state plan
benefit for more than 20 years.

* New York’s personal care attendant program,
which began in the mid-1970s, relied exclu-
sively on consumer-hired attendants for the
first several years. It then shifted to a model in
which the great majority of personal care serv-
ices were provided by licensed home care
agencies. Since 1995, however, New York state
law has required that all local Social Services
Districts (which serve as the local administra-
tors for the Medicaid personal care attendant
program) provide a CD service option to any
Medicaid consumer of attendant care who
wishes to self-direct.

* Medicaid-funded CD personal attendant serv-
ices are available on a very large scale in
California, where the IHSS program serves
close to 200,000 consumers annually, includ-
ing 135,000 Medicaid-eligible consumers
whose services are funded via the Medicaid
personal care services optional state plan ben-
efit. Over 90 percent of IHSS consumers
receive attendant care from aides whom they
hire directly. Use of Medicaid funding to
cover personal attendant services provided to
Medicaid-eligible IHSS consumers began in
19947

* Inproviding services for people with develop-
mental disabilities, several states (e.g., Minne-
sota, New Hampshire, New York, Utah, and
Wisconsin among others) have successfully
modified their HCBS waiver programs to add
CD service options as part of broader initia-
tives to promote self-determination.

A recent study found that half of the personal care
optional state plan benefit programs in 26 states
and 60 percent of the HCBS waiver programs in
45 states provided for CD personal care atten-
dants.® In several states, one of the conditions
imposed on people receiving Medicaid personal
care services is that the individual (or a family
member/surrogate) be capable of directing and
supervising his or her support workers.

The fact that CD principles have already been
embraced by many states in provision of
Medicaid home and community services furnish-
es the most direct evidence that Federal policy
does not dictate the exclusive use of professional-
ly directed service delivery models.

In May 1996, HHS Secretary Donna Shalala reaf-
firmed the department’s support for home and
community services and the principle of “offering
consumers the maximum amount of choice, con-
trol, and flexibility in how those services are
organized and delivered.” The Secretary listed a
number of specific principles HHS supported,
including several focusing on consumer direction;

* Promoting greater control for consumers to
select, manage, and direct their own personal
attendant services
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CD Services for People with Developmental Disabilities

Self-determination is the ability of individuals to make the choices that allow them to exercise control over
their own lives, to achieve the goals to which they aspire and to acquire the skills and resources necessary
to participate fully and meaningfully in society (Oregon Institute on Disability and Development).

CD services for people with developmental disabilities are taking hold as an outgrowth of the self-determination
movement.”® Self-determination features the use of person-centered planning and individual budgets as tools
that enable individuals to identify and direct their own services. Self-determination has also adopted some of the
mechanisms (e.g., use of intermediaries) that were pioneered in CD personal assistance programs.

Individuals with developmental disabilities who participate in HCBS waiver programs frequently receive addi-
tional discrete services and supports (e.g., employment supports and habilitation) as well as personal assis-
tance. Thus, CD models for people with developmental disabilities (in contrast to CD personal assistance mod-
els) often span multiple services.

Beginning almost two decades ago, many states clearly established that they would use person-centered plan-
ning methods in identifying which supports would be offered to meet the needs of waiver program participants.
Wisconsin’s HCBS waiver program for people with developmental disabilities has used person-centered plan-
ning to develop waiver plans of care since the program began in 1984.

In contrast to more traditional approaches, person-centered planning emphasizes individuals’ expression of their
life goals and the crafting of strategies to achieve these goals with a combination of paid and unpaid supports.
In person-centered planning, the individual (along with other persons the individual chooses to invite to assist in
developing the plan) is in charge of the support planning process. Several states (e.g., Michigan, Hawaii, and
California) have changed their laws and policies to embrace person-centered planning as their principal tool in
developing support strategies for people with developmental disabilities.

* Experimenting with alternative ways to pay ary may hire their own provider, train the
for services (e.g., vouchers and direct cash pay- provider according to personal prefer-
ments) in addition to the traditional methods ences, supervise and direct the provision

of personal care services and, if necessary,

* Encouraging use of alternative providers, fire the provider. The state Medicaid
including informal providers such as friends Agency maintains responsibility for ensur-
and relatives ing the provider meets state provider qual-

ifications...and for monitoring service

+ Developing new ways to help consumers train delivery. Where an individual does not
and manage their attendants. have the ability or desire to manage their

own care, the state may either provide per-

In 1999, HCFA revised its guidelines concerning sonal care services without consumer

provision of personal care services under the direction or may permit family members

Medicaid state plan, to clearly establish that states or other individuals to direct the provider

may employ CD models to provide these services. on behalf of the individual receiving serv-

Section 4480 of the State Medicaid Manual states: ices.” (See Appendix Il for the complete

. text of this guidance.)
“A State may employ a consumer-directed

service delivery model to provide person- While these guidelines are specific to personal
al care services under the personal care care/personal assistance services furnished as a
optional benefit to individuals in need of Medicaid state plan benefit, they apply equally to
personal assistance, including persons similar services and supports that states furnish
with cognitive impairments, who have the through HCBS waiver programs (under which
ability and desire to manage their own states in any case have the latitude to offer servic-

care. In such cases, the Medicaid benefici- es on a less restrictive basis than under their state
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plans). The importance of these HCFA guidelines
is that they clearly sanction the CD philosophy
that has been in operation at the state level for
many years—arrangements that also enable fami-
ly members and other individuals to direct servic-
es (when the individual might not be able to do so
by virtue of cognitive impairment, illness, or
another reason).

While HCFA sanctions and supports CD models,
Medicaid policy is still evolving to accommodate
the principles (and some of the operating features)
of CD service models. CD models depart from tra-
ditional Medicaid service delivery practices, fea-
turing use of alternative administrative mecha-
nisms and altering program/provider/benefici-
ary relationships. The basic framework of existing
Medicaid policy is the product of a much earlier
era. As such, it did not anticipate service models
in which the consumer exercises considerable con-
trol. HCFA is taking several steps to clarify and
update its program guidelines to accommodate
CD service models, and has been working with
states interested in offering CD services. Federal
Medicaid policy poses certain issues with respect
to the feasibility of operating some types of CD
models (e.g., models based on “cashing out”
Medicaid benefits). But it does not stand in oppo-
sition to CD models.

Several topics related to the interplay between
Medicaid policy and CD services merit extended
discussion, because they are often a source of
uncertainty concerning the feasibility of furnish-
ing Medicaid home and community services in a
fashion consistent and compatible with CD princi-
ples. These topics include (a) service planning and
authorization; (b) furnishing assistance to individ-
uals in directing and managing their supports; (c)
consumer choice and provider qualifications; and
(d) performance of skilled nursing tasks. Each is
discussed in turn.

Service Planning and Authorization

CD service models depart from professionally
directed service models by affirming that the indi-
vidual plays a very active and decisive role in
service planning. Planning goals are identified in
collaboration with the individual and specify in

detail the services the person will receive. While
person-centered planning methods have been
associated mainly with services for persons with
developmental disabilities, they are employed in
home and community services for individuals
with other disabilities as well.

With the exception of home health services,
Medicaid policy does not dictate that home and
community service plans must be prepared by
medical, clinical, or case management profession-
als. Whether for HCB waiver services authorized
in a plan of care or personal care/personal assis-
tance services under the optional state plan bene-
fit, states have considerable latitude with regard
to empowering the individual to manage and
direct authorized services. In personal assistance
services, for example, many states already pro-
vide that individuals may directly schedule when
authorized hours of services are to be furnished
and alter the schedule to meet their needs. In an
HCBS waiver program, states also may permit
the individual to manage the schedule of service
provision or alter the mix of authorized services
to meet their changing needs without having to
develop an entirely new plan of care. However,
the statutory requirement that “services be pro-
vided pursuant to a written plan of care” must
continue to be met. Specific provisions include
the following:

HCBS waiver program. Federal law re-
quires that the services individuals
receive through an HCBS waiver program
be provided pursuant to a plan of care.*
Neither Federal law nor regulations spec-
ify the process by which this plan of care
is developed. The plan of care must meet
the requirements spelled out in the State
Medicaid Manual*? and any other require-
ments included in the state’s approved
HCBS waiver request. The plan of care
must also be consistent with the require-
ment that the state assure the health and
welfare of the individual.®®* Person-
centered or other alternative planning
processes that yield a plan of care that
meets these fundamental requirements
are entirely acceptable with respect to the
provision of HCB waiver services.



Personal care/personal assistance services.
At one time, Federal regulations dictated
that optional state plan benefit personal
care/personal assistance services be auth-
orized by a physician and supervised by
nursing personnel. In the Omnibus Recon-
ciliation Act of 1993, states were specifical-
ly authorized to use alternative service
authorization methods, including those
that do not require the involvement of
medical personnel.* This change enables
states to adopt alternative approaches to
service planning for this benefit.

Furnishing Assistance to Individuals in
Managing and Directing Services

Although CD service models are based on the
individual’s playing a direct role in identifying,
arranging, managing, and directing his or her
services and supports, a state may provide assis-
tance to individuals in carrying out that role. Such
assistance may include: (a) providing individuals
with assistance, training, and education in super-
vising workers; (b) making the services of interme-
diary service organizations available (as described
below); and (c) furnishing more intensive assis-
tance in the form of “support brokers” or “per-
sonal agents.”

With respect to intermediary services, a number
of management activities may be considered nec-
essary and reimbursable. These include assisting
individuals with disabilities to manage workers
who furnish services to them. Such activities are
all part of a self-directed service delivery
approach. Medicaid payment can be made for
activities, furnished by an intermediary organiza-
tion, that are set forth in an approved waiver,
when they meet applicable Federal criteria.

HCFA is in the process of working with the states
and other stakeholders to clarify the various pay-
ment options available to states to ensure fiscal
accountability and the presence of an audit trail,
and to ensure that these activities are supported
and reimbursed in an appropriate manner. In CD
personal assistance services and self-determina-
tion, consumer-selected intermediaries have
emerged that provide a valuable service by assist-
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ing the beneficiary with, or relieving him or her
entirely of, some of the burdens that arise when
the consumer performs employment-related tasks.
The establishment and use of consumer-selected
intermediary organizations support the direction
and management of services by beneficiaries and
also facilitate Medicaid program administration.
States have the flexibility to structure provider
agreements, and can define provider qualifica-
tions for self-directed services broadly, to support
individual choice and direction.

With respect to the use of support brokers or per-
sonal agents, questions often arise concerning the
interplay between this type of assistance and case
management services, since Medicaid policy pro-
hibits the provision of duplicate services to an
individual. In particular, does furnishing one type
of service preclude provision of the other service
concurrently? So long as the assistance furnished
to an individual to help manage his or her servic-
es is distinct from the activities a case manager
performs on the individual’s behalf, both types of
services may be furnished to an individual. For
example, in the Pennsylvania Person/Family-
Directed Supports HCBS waiver program for per-
sons with mental retardation, HCFA approved
the state’s offering “personal support” services
(which include support broker/personal agent-
like activities) based on the state’s demonstration
that such services were different from, and did not
duplicate, the case management services also fur-
nished to waiver participants.

Consumer Choice and Provider
Qualifications

The Medicaid “freedom of choice” principle
establishes that individuals can select the
provider(s) of the services for which they are eli-
gible.* This principle applies to all Medicaid-
funded services, including services furnished
through HCBS waiver programs. The Social
Security Act allows the Secretary to grant states a
waiver of freedom of choice only in certain cir-
cumstances, and then only when other safeguards
are in effect that preserve consumer choice.

Free choice of provider is absolutely necessary for
individuals to be in the position of directing their
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own supports. The Medicaid freedom of choice
principle extends only to “qualified” providers,
however. And therein lies the source of limita-
tions and/or complications when seeking to
implement CD service programs. Federal
Medicaid policy (whether under the Medicaid
state plan or through an HCBS waiver program)
requires that a state spell out the qualifications
required of providers and agree to contract only
with providers who meet such qualifications.*

These qualifications must be reasonable (i.e., must
relate to provision of the service), and they also
must comport with state law. Within these stipu-
lations, states have considerable latitude in estab-
lishing the qualifications required of providers of
home and community services. The broader these
requirements, the more people will qualify to pro-
vide services. Some states, however, limit provi-
sion of personal care services to entities that are
licensed as “home care” or “home health agen-
cies” or have been licensed to furnish community
developmental disability services. This means, in
turn, that individuals who provide home and
community services and supports must be
employees of such provider organizations. When
provider qualifications are expressed in this fash-
ion, they can pose barriers to promoting CD serv-
ices. Some of these barriers arise from provisions
of state Nurse Practice Acts, which frequently dic-
tate that even non-health care related personal
assistance be provided under the supervision of a
nurse (and, not atypically, a nurse who him- or
herself must be an employee of a licensed home
care or home health agency).” (This topic is
addressed in more detail below.)

Thus, a central task for states interested in pro-
moting CD services is a thorough assessment of
their provider qualifications to determine whether
they need to broaden the types of organizations
and individuals who may qualify as providers. It
is not necessary to limit providers to traditional
service agencies. Provider qualifications may be
expressed solely with respect to the competencies
and skills individual workers must possess. Many
types of Medicaid HCB services may be furnished
by friends, neighbors, and family members (other
than spouses and parents of minor children). In
various states (e.g., Kansas), families are encour-
aged to seek out individuals in their communities

who can provide some types of HCB services for
people with developmental disabilities.

Consumer-directed models are choice-based
models. The problem often is that the choices are
too few (there may be only one or two “qualified
agencies” that serve the area where the individual
lives). Revamping provider qualifications can be
vital not only in promoting CD services but also in
expanding the potential sources of home and
community services for people with disabilities
more generally.

Performance of Skilled Nursing Tasks

Although CD service models reject the medical
model, avoiding it can be complicated by state
laws and regulations concerning the performance
of “skilled nursing tasks.” Federal Medicaid poli-
cy does not dictate who must perform skilled
nursing tasks, merely that such tasks be per-
formed in compliance with applicable state laws.
But state laws and regulations often dictate that
such tasks be performed by or closely supervised
by a licensed nurse—thereby creating obstacles to
CD service models with a seeming bias in favor of
agency provision of services. Liability concerns
sometimes also stand in the way of promoting CD
service models.

To avoid duplicating home health benefits
already available through Medicare or under the
Medicaid state plan, many HCBS waiver pro-
grams do not offer skilled nursing or rehabilita-
tive therapies. However, “skilled” paraprofes-
sional services still may be provided by personal
care attendants under HCBS waivers or under the
personal care services optional state plan bene-
fit—as long as the services are provided in con-
formity with the state’s Nurse Practice Act. A 1999
HCFA State Medicaid Manual transmittal specifi-
cally states:

“Services such as those delegated by nurs-
es or physicians to personal care atten-
dants may be provided so long as the del-
egation is in keeping with state law or reg-
ulation and the services fit within the per-
sonal care services benefit covered under a
state’s plan. Services such as assistance



with medications would be allowed if they
are permissible in states’ Nurse Practice
Acts, although states need to ensure that
the personal care assistant is properly
trained to provide medication administra-
tion and/or management.*

This policy and its applicability to optional state
plan personal care services and HCBS waiver pro-
grams were reaffirmed in a July 2000 letter from
HCFA to state Medicaid directors.”

Most states restrict performance of medical or
“paramedical” tasks to licensed medical profes-
sionals, although most physician and nurse licens-
ing laws do permit individuals to be trained to
perform skilled services for themselves or for close
family members. Federal Medicaid law references
state licensing laws by requiring that state
Medicaid plans comply with all “applicable” state
and local statutes. Under the Nurse Practice Acts
in most states, tasks such as catheterization, injec-
tions, and administering medications are consid-
ered invasive procedures, which may be per-
formed only by paid personnel who are registered
nurses or persons supervised by registered nurses.

Issues related to the performance of skilled nurs-
ing tasks stem from concerns about quality assur-
ance and liability. Quality assurance is an impor-
tant component of Medicaid home and community
services but is beyond the scope of this Primer. The
rest of this discussion focuses on liability issues.

In October 1997, the National Institute on
Consumer-Directed Long-Term Care Services held
a national conference to explore the pros and cons
of various modifications to Nurse Practice Act
statutes that relaxed restrictions on the perform-
ance of paraprofessional tasks by nonlicensed per-
sonnel.? One motivation for the conference was to
find ways to reduce the very high costs of RN vis-
its to the home—in some cases several times a
day—without compromising the need for account-
ability. The conference focused on alternative
approaches that had been implemented in several
states. Two contrasting models emerged: delegation
and exemption.

Delegation. Registered nurses (RNs) may delegate
tasks considered within the scope of the nursing

Consumer-Directed Home and Community Services 123

profession to individuals they train and supervise.
Accountability for delegated tasks remains with
the RN. Some Nurse Practice Acts hold nurse del-
egators strictly accountable for any negative out-
comes of tasks performed by their delegates. Tort
law refers to this kind of liability as vicarious liabili-
ty, derived primarily from the legal doctrine of
respondeat superior, literally meaning “let the master
answer.” Under this doctrine, the nurse is held
liable for any injury caused by the negligence or
wrongdoing of his or her delegates. Other Nurse
Practice Acts only hold the RN directly liable in a
legal sense for the delegation process. Thus, if the
worker to whom a task was delegated negligently
harms the consumer, the RN would be liable only
if it were established that his or her assessment,
training, supervision, or other aspect of the delegat-
ing process were performed negligently.

Obviously, whether a state’s Nurse Practice Act
appears to hold a nurse delegator vicariously
liable for negligence by the individual to whom
tasks were delegated or only directly liable for the
delegating process has major implications for
whether or not nurses, as a practical matter, will
be willing to delegate. (Most Nurse Practice Acts
do not differentiate between delegation in an
inpatient setting, such as a hospital or nursing
home, as contrasted with nurse delegation in the
home care setting.)

Exemption. The exemption alternative provides a
way to deal with liability concerns. The primary
difference between specific delegation and
exemption is in where the authority and responsi-
bility associated with each lie. In an exemption
approach, it is the implicit right of the person
needing a service to manage provision of a serv-
ice, as he or she prefers, as long as the provider of
service falls within the exempt category. Nurses
are not held responsible for provision of the serv-
ice. But they may continue to play an important
role in educating the provider and the consumer
of the service—as well as, in some instances, mon-
itoring the service over time.

Several states have dealt with the delegation issue
by providing specific “exemptions” in their Nurse
Practice Acts for consumer-hired personal atten-
dants in Medicaid-funded programs. (Most if not
all states exempt family members.) This approach



124 UNDERSTANDING MEDICAID HOME AND COMMUNITY SERVICES: A PRIMER

not only protects nurses, who may assist in train-
ing consumer-hired aides without assuming lia-
bility for the aides’ subsequent actions. It also has
the advantage of clearly protecting the state
against liability for any harm that might be caused
by consumer-directed aides. The exemption pro-
vision in New York’s Nurse Practice Act for con-
sumer-hired attendants, for example, contains
language specifically stating that the exemption
applies to the Medicaid-funded CD personal care
attendant program. Kansas also exempts its
Medicaid HCBS waiver program, which serves
self-directed persons with disabilities, from the
provisions of its Nurse Practice Act. California
users of personal assistance services are allowed
to take responsibility for such tasks as long as a
physician authorizes them to do so.

As Medicaid home and community services
expand, states increasingly will need to grapple
with the interplay between their Nurse Practice
Acts and affording individuals opportunities to
select community workers to perform some nurs-
ing tasks, particularly when such tasks need to be
performed on a daily or more frequent basis. At
the same time, states will also have to grapple
with striking the right balance between safety and
autonomy for clients in CD programs.
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reports/cdpas.pdf. The full report and appendices may be
ordered from the Office of Disability, Aging, and Long-Term
Care Policy, Room 424E, H.H. Humphrey Building, 200
Independence Avenue, S.W., Washington, DC 20201, fax
(202) 401-7733, or via e-mail at DALTCP2@osaspe.
dhhs.gov.

Doty, P., Kasper, J., and Litvak, S. (1996). Consumer-
directed models of personal care: Lessons from
Medicaid. The Milbank Quarterly 74 (3): 377-409. (32
pages)

This article compares various uses of the Medicaid per-
sonal care services (PCS) option for providing atten-
dant services to people with disabilities who need
assistance with daily living tasks. It uses descriptive
data from a 1984 and 1985 World Institute on Disability
survey, and subsequent in-depth case studies of six
diverse state Medicaid PCS programs.
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Flanagan, S. (April 1994). Consumer-directed atten-
dant services: How states address tax, legal and quali-
ty assurance issues. Prepared for the Department of
Health and Human Services, Office of the Assistant
Secretary for Planning and Evaluation (ASPE), Div-
ision of Aging and Long-Term Care Policy
(DALTCP). Cambridge, MA: The MEDSTAT Group.
(71 pages)

This study reviews 10 federal and state-funded con-
sumer-directed attendant in-home care programs.
Payment, employment-related taxes, quality assurance,
and legal liability of CD programs are discussed. The
authors suggest a model of consumer-directed care that
incorporates the strongest features of the programs
examined. Order the full report from National Technical
Information Service (NTIS), Department of Commerce,
5285 Port Royal Road, Springfield, VA 22161, or from the
NTIS website, www.ntis.gov.
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CHAPTER 8

Supyporting Informal Caregiving*

Informal care is given without monetary compensation to persons who are ill or have disabilities,
by families, friends, and neighbors. Informal caregivers provide enormous support to people of all
ages and are the backbone of the nation's long-term care system. Active support of informal care-
giving aids in keeping families together and avoids the high costs that are inevitable when indi-
viduals must rely solely on paid caregiving. Consequently, it is crucial for states to formulate poli-
cies that support and sustain informal caregiving. The Medicaid program gives states options that
can strengthen and support informal caregiving. This chapter explains what options states have
under current Medicaid law to do so.

Introduction

One in three Americans can expect to spend some time over the course of a year caring for family,
friends, and neighbors without payment. This adds up to 52 million caregivers a year, helping 37 mil-
lion family members and 15 million friends. These informal supports are referred to as informal care-
giving in the service system for elderly persons and as family supports or natural supports in the dis-
ability community.?

Caregiving responsibilities are assumed by adults of all ages. But most informal caregivers are in mid-
dle age and almost three-quarters of primary informal caregivers are women. Up to age 70, women are
more likely to be caregivers and to care for more than one person. They also provide more hours of care
on average and more care over longer periods. The gender gap narrows at older ages, however, as the
share of informal care provided by men increases.

The most frequent recipient of long-term care provided by an informal caregiver is an older person (age 65
or older). According to the 1994 National Long-Term Care Survey, over seven million Americans provide
120 million hours of informal care to about 4.2 million elderly persons with functional limitations each
week. The estimated economic value of these hours of informal care ranges from $45-$96 billion a year.

About one in five elderly persons with functional limitations who receive informal care in the commu-
nity (780,000) are SSI/Medicaid eligible. They receive on average 34 hours of unpaid help a week from
an estimated 1.9 million informal caregivers. Nearly half (380,000) are as severely disabled as most nurs-
ing home residents—requiring assistance with three or more personal care tasks or having severe cog-
nitive impairment. These "nursing home eligible" elderly persons on Medicaid receive an average of 52
hours of informal assistance a week.*
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Roughly 4 million Americans of all ages who have
mental retardation or another developmental dis-
ability also live in the community. Half a million
of these live with parents over age 60, and this
number will grow as the population ages. Only 10
percent of these noninstitutionalized individuals
currently receive specialized residential services.*
Nearly all the rest live with their families or in
other living arrangements where families and
friends provide continuing informal support.

Access to informal care clearly helps individuals
remain in their homes and communities. There
are 1.5 million elderly residing in nursing homes
compared with 1.6 million elderly who have sim-
ilar personal assistance needs but live in their own
homes or in the homes of their adult children or
other family caregivers. Two-thirds of all elderly
persons with disabilities living in the community
receive only informal care. An even higher pro-
portion of adults under age 65 with disabilities (86
percent) depend entirely on unpaid assistance.®

At a fundamental level, informal caregiving is
irreplaceable. The pool of community long-term
care workers is inadequate and the public re-
sources that would be needed to replace informal
care with paid workers would be exorbitant. Yet,
we cannot take for granted that current patterns of
informal caregiving can be sustained. Of a num-
ber of factors that will make it difficult to sustain
the same level of informal caregiving, the primary
ones are: (a) continuing high numbers of women
employed full time; (b) continued growth in the
number of people requiring long-term care, main-
ly as a result of population aging; and (c) an
increase in the proportion of persons age 85 and
older, the group most likely to need long-term
care. As the population ages, primary caregivers
(whether spouses or adult children) will be much
older themselves on average, making them less
able to provide the level of informal care they
might have given when younger.

For all these reasons, access to paid help needs to
be expanded to more adequately complement the
always essential efforts of family and friends.
Strategies are needed to help keep informal care-
givers from being overwhelmed by the stress of
having to bear the whole care responsibility them-

selves. Paid help is also needed when informal
caregivers face competing pressures from other
family roles and/or paid employment, become ill,
or need a break to pursue their own interests. The
appropriate combination of informal and paid
services can enable a family to continue caregiving
over extended periods. Too often, however, paid
supports become available only when a break-
down in informal care has precipitated a crisis.

Many policymakers and program administrators
worry that expanding access to publicly funded
services will result in the substitution of formal for
informal care—with government paying for an
ever greater share of the assistance that has tradi-
tionally been provided by families "for free." It is
often impossible to determine, in particular cases,
whether publicly funded services are, in fact, sub-
stituting for informal care that would otherwise
have been available, or whether publicly funded
services are necessary to compensate for an
unavoidable lack of family caregivers. Controlled
experimental design studies such as the National
Channeling Demonstration have consistently
found, however, that family members who have
previously been providing services do not signifi-
cantly decrease their efforts when publicly funded
services become available. According to this and
other caregiving research, when formal care is
increased the care provided by families also
increases. In other words, as care needs expand
formal and informal care increase together.

Medicaid-funded home care programs serve both
individuals who receive substantial amounts of
informal care from family members and individu-
als who are almost entirely dependent on formal
services. Most of the latter group simply have no
immediate family or none nearby. They may have
no spouse caregivers because they are widowed,
divorced, separated, or never-married. They may
have no adult children to provide informal care
because they never had children at all, or because
their adult children live too far away to provide
day-to-day assistance. Or they may be in the peri-
od of young adulthood, when it is important
developmentally for them to live independently
from their family, particularly if the family has
been providing care for many years.



Federal Medicaid Policy and
Informal Caregiving

Federal policies present no substantial barriers to
states in using Medicaid dollars to support people
with substantial functional limitations who live
with their families (and thus, by definition, have
access to informal care). There are no Federal
restrictions on the provision of HCB waiver serv-
ices based on living arrangement, for example,
other than that the person cannot reside in an
institutional setting. The same is true with respect
to personal assistance and other services fur-
nished under the state Medicaid plan. Thus, home
and community services can be furnished to indi-
viduals who live with their families or in their
own home just as readily as to individuals who
are served in formal living arrangements such as
group homes or assisted living.

Whether provided under an HCBS waiver pro-
gram or under the state plan, however, to be
Medicaid-reimbursable the services must address
the beneficiary's needs. This means that services
cannot be furnished if they principally benefit the
“family unit." States can (and most do) offer
respite services under Medicaid HCBS waivers.
And state programs do provide relief to care-
givers from the challenges of continuous caregiv-
ing. This is appropriate. While these services
clearly benefit the family caregivers, they are pro-
vided directly to the beneficiary, and there is no
guestion that they are of principal benefit to the
beneficiary.

States have enormous latitude in configuring their
eligibility policies to expand access to home and
community services for persons who live with
their families (parents, spouses, or adult children).
Federal Medicaid policy provides particularly
important options to states for making such servic-
es available to children with severe disabilities who
live in the family home. Certain features of
Medicaid eligibility policies for services under the
state plan can pose service barriers for such chil-
dren unless they live in very low-income house-
holds. However, under an HCBS waiver program,
a state may expand the financial eligibility of these
children for Medicaid services by deciding not to
include the income of their parents in the financial
eligibility calculation. States may also extend
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Medicaid eligibility to children with severe dis-
abilities, irrespective of whether the child will be
served through an HCBS waiver program or the
state plan, under the Katie Beckett option. (See
Chapter 2 for a detailed discussion of financial eli-
gibility options for home and community services.)

Two questions often arise concerning provision of
Medicaid home and community services to indi-
viduals who have informal caregiving arrange-
ments in place. One is the extent to which infor-
mal care is taken into account in conjunction with
authorizing the provision of paid services. The
other concerns making payments to family mem-
bers to furnish services.

Availability of Informal Care

There is no Federal requirement that family mem-
bers provide some minimum amount of care as a
condition of service eligibility. Nor is there any
stipulation that services may not be furnished if
an informal caregiver is present. However, states
can and do take into account the amount of infor-
mal care available to an individual. If a person
needs 40 hours of support per week and informal
caregivers are available, able, and willing to pro-
vide 20 hours, for example, then only 20 hours of
paid supports will be authorized.

In practical terms, assessment of the need for paid
supports may focus on specific tasks that an infor-
mal caregiver who lives with and is regularly
available to assist the beneficiary is unable to per-
form. For example, an elderly spouse may be too
frail to assist his wife with transferring into and
out of bed, getting into and out of a wheelchair, or
giving other forms of assistance that involve lift-
ing and physical support.

Consideration may also be given to the kinds of
household tasks family members typically expect
to share or to do for one another when they live in
the same household—as opposed to intimate per-
sonal care tasks that individuals normally do for
themselves. Thus, many state programs expect
that spouses, parents, or other adults who do not
have disabilities and who live with the Medicaid
service beneficiary will take responsibility for
general household maintenance tasks. If she lives
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in her daughter's home, for example, an elderly
mother who requires assistance with bathing,
dressing, and toileting and who is also unable to
perform housekeeping tasks would, in many
states, be eligible only for assistance with person-
al care tasks and not for homemaker/chore assis-
tance. If the mother lived alone in her own home,
in contrast, she would be eligible to receive home-
maker/chore services in addition to assistance
with personal care.

Adult children caring for parents may have con-
flicting responsibilities—such as employment
and child care. In such cases, support planning
may focus on those times of day and week when
adult children are unable to provide informal
care (e.g., while they are at work). Similarly, a
child with severe disabilities might need after-
school care until a parent comes home from work.
Formal services provided in tandem with infor-
mal care may be viewed as supplemental, as sup-
portive, or as regular respite care, if a beneficiary
is receiving extensive informal care. (Formal
respite care is provided in addition to the regular
services furnished.)

Federal policy allows and encourages the "best
practice” of matching home and community serv-
ices to the unique needs of individuals and the cir-
cumstances of their informal caregivers. Thus,
states can assess availability of informal caregiv-
ing and need for paid care by examining each sit-
uation on a person-by-person, household-by-
household basis. And when authorizing home
and community services, states may take into
account the preferences as well as the needs of the
beneficiary and the family. For example, when a
young adult male beneficiary with a disability
lives with his sister and her family, everyone may
prefer, for reasons of privacy, to have a paid per-
sonal care attendant assist with bathing, whereas
in the case of an elderly woman living with her
daughter, both may feel that privacy concerns are
better served by having the informal caregiver
assist with bathing.

Payment of Family Caregivers

Federal Medicaid law permits family members to
become paid caregivers unless those family mem-

bers are legally responsible for the care of an indi-
vidual (i.e., spouses and parents/guardians of
minor children). The philosophy underlying this
policy is that Medicaid should not pay a spouse or
parent for services that most spouses or parents
would normally be required to provide without
charge. However, states have the option to pay
even these family members under certain excep-
tional circumstances. For example, they may be
paid for providing skilled nursing services (for
which there is no presumption that the service
would "normally" be provided free).

Personal care services

Other than spouses and parents of minor chil-
dren, states may pay any family members to pro-
vide personal care services, including adult chil-
dren of a parent, parents of adult children, sib-
lings, and grandparents. Friends and neighbors
may also be compensated for providing services
that would otherwise need to be purchased on
behalf of the beneficiary. In California's In-Home
Supportive Services (IHSS) Program, for exam-
ple, about 40 percent of consumer-hired personal
attendants are related to the Medicaid beneficiary
and an additional 30 percent are friends, neigh-
bors, or other individuals the beneficiary already
knows.®

In the standard application that states complete to
secure Federal approval to operate an HCBS
waiver, HCFA has provided explicitly that states
may choose whether or not to pay for personal
care (or closely related services) furnished by fam-
ily members who are not spouses of beneficiaries
or parents of beneficiaries who are minors. Thus,
it is up to each state to decide whether it will make
payments to a beneficiary's relatives to furnish
personal care/personal assistance, including the
circumstances under which such payments will be
made.

If they choose to make such payments, states are
permitted to establish provider qualifications for
family members that differ from the qualifica-
tions for agencies or individual contractors who
furnish such services. States that require criminal
background checks for personal care attendants,
for example, may exempt family members. In
HCBS waiver programs for people with develop-
mental disabilities, the most recent information



indicates that roughly half the states have elected
to make payments to family members who pro-
vide personal care services.’

There are pros and cons to paying family mem-
bers to provide services. The most powerful argu-
ments in support of this practice are: (a) it
addresses the problem nearly all states are
encountering with respect to availability of work-
ers to provide personal care/personal assistance
and (b) relatives generally know and care about
the person and are familiar to and trusted by the
person. When people forgo or give up paid
employment to provide care, common sense says
they should be compensated.

In addition, on at least some quality measures,
according to research findings, consumers who
hire family members as their personal care atten-
dants receive better care on average than those
whose attendants are unrelated individuals,
whether employed directly or through home care
agencies.® lowa's Elderly Waiver Program (enact-
ed in 1989) is an example of a longstanding pro-
gram that recently (1997) added a consumer-
directed option under which beneficiaries may
hire family members as personal care attendants.

Frequently expressed concerns about this practice
are that (a) payments will be made for care that
would be provided for "free" in any case and (b)
conflicts and problems might arise if the family
caregiver is not performing well. In response to
these concerns, many states that pay family mem-
bers allow such arrangements only when other
sources of services are not available and the bene-
ficiary will clearly benefit from the arrangement.
In programs that enable consumers to direct their
own services (e.g., California’'s In-Home Sup-
portive Services Program, Michigan's Home Help
Program), the freedom to hire a family member,
friend, or neighbor is considered an important as-
pect of consumer choice and control. Again, "best
practice” is to work out such arrangements on a
person-by-person basis, including identifying any
special safeguards that might be appropriate or
necessary.

Non-personal care services

HCFA has affirmed at various times that there are
circumstances where the most practical way to
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Oregon's Use of the Foster Care Concept

In its HCBS waiver program for elderly persons and
younger adults with physical disabilities, Oregon
enables certain family caregivers who bring HCBS
waiver beneficiaries into their homes to qualify as
providers of "relative foster care." Oregon has also
encouraged the growth of small group adult foster
care homes (each with up to five residents) that offer
a surrogate family environment. These facilities cater
primarily to elderly persons who have cognitive
impairment but little need for hands-on assistance
with personal care tasks. Many such persons are at
high risk of placement in larger, more impersonal,
board and care settings or nursing homes, because
they do not have family caregivers with whom they
can live and they are unable to live alone.
Interestingly, only about half the elderly residents of
Oregon's adult foster care homes are eligible for
Medicaid HCB waiver services; the rest pay privately.

obtain a variety of services might include making
payments to family members, especially when
services are difficult to obtain from other sources.
The rules that pertain to paying relatives to pro-
vide non-personal care services are not substan-
tially different from the rules for obtaining such
services from other sources. The relative must
meet whatever provider qualifications the state
may have established and charge no more than
any other provider. Here again, HCFA expects that
a state will limit payments to certain types of rela-
tives or require a demonstration that the service is
not otherwise available, that it may not be ob-
tained as economically, and/or that there is clear
benefit to the individual from the relative's pro-
viding the service. In the case of individuals who
need transportation to attend an adult day health
program but live in areas not served by transit sys-
tems, for example, a relative may be paid to trans-
port the person to and from the program.

Within the broad parameters of Federal policy, it
is up to states to define the particular circum-
stances under which family members will be paid
to furnish services in the home and community.
States can take various factors into account,
including availability of other sources of the same
services, costs of family member services versus
costs of purchasing such services from conven-
tional sources, and specific circumstances with



134 UNDERSTANDING MEDICAID HOME AND COMMUNITY SERVICES: A PRIMER

Kansas. Kansas's policy on family reimbursement states that "unless one of the four criteria noted below are met,
a spouse or parent of a minor child may not be reimbursed for providing personal care services.

1.

Minnesota. Minnesota's regulation states that:
1.

Examples of States' Family Payment Policies

Consumer's residence is documented in writing by three waiver provider agencies to be so remote or rural
that waiver services would be otherwise unavailable.

Consumer's health, safety, or social welfare would be jeopardized and is so documented in writing by two
health care professionals, including the attending physician.

Due to advancement of chronic disease, consumer's primary means of communication can only be under-
stood by the spouse and is so documented in writing by the attending physician.

Written documentation from three waiver providers that delivery of waiver services to the consumer poses
serious health or safety risks for the providers, thereby rendering waiver services otherwise unavailable."

“Federal financial participation is not available for personal care or any waiver service when provided to ben-
eficiaries by legally responsible relatives, i.e., spouses or parents of minor children, when the services are
those that the persons are already legally obligated to provide.

Services provided by relatives or friends may be covered only if the relatives or friends meet the qualifications
for providers of care, there are strict controls to assure that payment is made to the relative or friend as
providers only in return for specific services rendered, and there is adequate justification as to why the relative
or friend is the provider of care, e.g., lack of qualified provider in remote areas. Medicaid payment may be
made to qualified parents of minor children or to spouses for extraordinary services requiring specialized skills
(e.qg., skilled nursing, physical therapy) which such people are not already legally obligated to provide."

respect to individuals and consumers. If states do
choose to pay family members, they need to check
other state regulations that may inadvertently cre-
ate barriers to their use. Such regulations may
include requirements for attendant training or
certification, or for employment by licensed or
certified home health agencies.

Services and Supports That
Strengthen Informal Caregiving

Since the exact situation of each individual and his
or her informal caregivers is unique, the specific
services and supports needed to complement and
strengthen informal caregiving will differ from
household to household. For example, caregivers
may be able to provide personal assistance needs
in the early morning and evening but need other
providers of assistance for most of the day. In this
case, the services provided might include adult
day health care or a similar program, plus occa-
sional respite on weekends.

In other cases, more extensive supports might be
needed, due to either the nature and extent of the
person's condition or the extent to which informal
caregivers themselves are unavailable or unable to
support the person. Whether the person lives
alone or with informal caregivers is frequently an
important consideration. Given comparable levels
of need, people who live alone usually require
more paid help to complement the support they
receive from their informal caregivers.’

Home and community services states may or do
offer that are especially important in strengthen-
ing informal caregiving include:

* Personal Care/Personal Assistance. Most per-
sons with severe functional limitations need
help with personal care. States may offer these
services to individuals who live with their
family or spouse, especially in situations
where the person's primary caregiver is
unavailable to provide this support (e.g., if she
or he works). Availability of personal care is
especially important when the beneficiary



lives alone. Informal caregivers may be avail-
able to individuals only at certain periods of
the day or certain days during the week and
paid help can fill in when they are not avail-
able. Providing personal assistance enables
individuals to continue to have a home of their
own or, in the case of younger individuals
with disabilities, enables them to set up their
own living arrangement as part of their transi-
tion to adulthood. For states, supporting indi-
viduals in their own homes can be vastly more
economical than the alternative of moving to a
group home or an assisted living facility, sim-
ply because it will keep in place the informal
caregiving currently available.®

Respite. The aim of respite care is to provide
informal caregivers (usually relatives) a break
from their day-in day-out care responsibili-
ties. At a practical level, respite services differ
from personal care services only in that
respite is usually furnished on an intermittent
basis and explicitly to provide relief to the pri-
mary caregiver(s). Respite care, for example,
can be provided in order to give parents a
night or weekend off periodically from the in-
tense caregiving associated with supporting
children with especially severe cognitive and/
or physical disabilities or medical needs. It is
particularly needed if caregivers themselves
become ill.

Respite is also important for spouses or adult
caregivers of older beneficiaries, including
those with Alzheimer's disease and other
dementias. Respite care benefits the individ-
ual directly by providing services usually fur-
nished by the caregiver, and indirectly by
helping avoid the "burnout” of their primary
caregivers. Under HCBS waiver programs,
respite can be provided in the family home by
bringing a worker into the home while the
caregivers are away for a few hours or
overnight.

Some states also allow respite care to be fur-
nished at sites other than the family home,
including especially designated respite care
facilities. This out-of-home respite is used
most often when the primary caregiver(s) will
be away overnight or for extended periods, or
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even to enable the primary caregiver(s) to be
at home alone during the respite period.

States may establish whatever limits they elect
with respect to the amount of respite that will
be available to primary caregivers. lowa's
Elderly Waiver program, for example, speci-
fies that paid family caregivers are not eligible
for respite benefits. And it is not uncommon
for states to cap the amount of respite at 30
days during a calendar year. Many states do
not impose such caps in their HCBS waiver
programs, however, leaving the amount of
respite that will be authorized to be worked
out during the individual planning process,
based on the needs and circumstances of the
particular informal caregivers.* Most states
permit caregivers to "bank" respite benefits
and to use the authorized amount whenever it
is most needed. This practice recognizes that
since respite is intended to renew the energies
of the caregiver (for the direct longer term
benefit of the beneficiary), its use should be
determined mainly by caregivers. States have
the option to permit "banked respite" to be car-
ried over from one year to the next.

Home/Vehicle Modifications and Other As-
sistive Devices. States have the option via
their HCBS waiver programs to offer home
and vehicle modification services that are nec-
essary to secure beneficiaries in their present
living arrangement. Such modifications may
include constructing wheelchair access ramps
to the home (regardless of whether the home
is the caregiver's or the beneficiary's), modify-
ing bathrooms and other parts of the house to
make them accessible, and retrofitting vehicles
(e.g., installing a wheelchair lift in a van). In
addition, states may authorize the purchase of
lifts and other devices that ease the burden of
physically assisting an individual to transfer
or go up and down stairs.

These types of devices, and other accommoda-
tions that benefit the individual, strengthen
informal caregiving by making it less taxing
for caregivers to assist the individual. There is
an enormous variety of devices and equip-
ment that may be purchased through HCBS
waiver programs or acquired as regular bene-
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Utah's HCBS waiver program for people with developmental disabilities provides a sense of the wide range of
accommodations and devices states may offer through HCBS waiver programs.

Modifications and Assistive Devices Covered in Utah's HCBS Waiver Program

Ramps

Lifts/elevators

porch or stair lifts

Modifications/additions to bathroom facilities

roll-in showers
sink modifications
bathtub modifcations/grab bars

floor urinal and bidet adaptations and plumbing modifications

Widening of doorways/hallways

Specialized accessibility/safety adaptations/additions

door-widening

electrical wiring

grab bars and handrails

medically necessary air filtering devices

voice-activated, light-activated, motion-activated, and electronic devices

Vehicle adaptations

lifts
door modifications
steering/braking/accelerating/shifting modifications

Trained and certified canine assistance

purchase of trained canine
animal upkeep (dog food, license, tax, supplies)
emergency and preventative veterinarian services

= hydraulic, manual, electronic lifts

= toilet modifications/grab bars
= water faucet controls
< turnaround space adaptations

< grab bars and handles

= fire safety adaptions

= automatic door openers/doorbell

= medically necessary heating/cooling adaptations

= seating modifications
= safety/security modifications

= training for beneficiary and canine

fits in a state's Medicaid plan. HCBS waiver
dollars may be employed not only to make
modifications and purchase and install equip-
ment but also to provide for its upkeep and
maintenance.

These accommodations are needed whether a
beneficiary lives alone or with a spouse or other
family member. For example, many states offer
"personal emergency response system" (PERS)
services. Equipping a person with PERS is an
especially economical way to promote contin-
ued community presence and avoid institution-
alization due to concerns about the person's
safety during periods when neither paid nor
informal caregivers are present. There are
many types of such services, but all enable the
beneficiary to summon help quickly in an
emergency. When the informal caregiver is at

work or when the beneficiary lives alone, PERS
can provide peace of mind to informal care-
givers that help can be summoned quickly in
urgent or emergency situations.

Caregiver Training and Education. Making
caregiver training and education available to
informal caregivers strengthens informal care-
giving and has the added benefit of helping
reduce reliance on costly paid help. Family
members often find themselves thrust with lit-
tle or no preparation into new caregiving roles.
Informal caregivers want and would often pre-
fer to support family members without relying
on any paid assistance. But to do so, they
require help in acquiring the necessary skills.

For this purpose, a state may offer "caregiver
training and education" as a distinct service



under an HCBS waiver program. This service
may include: (a) underwriting the costs of
trainers coming into the home to teach skills
and techniques for addressing the beneficia-
ry's needs, so that training can be customized
to the individual and the caregivers; (b)
underwriting the registration and materials
costs for caregivers to attend special training
and education classes; and (c¢) paying the
expenses associated with caregivers attending
workshops and conferences where they can
obtain information that will better enable
them to meet the needs of the beneficiary.
(These expenses might include conference
fees, arranging substitute care while care-
givers are away, or paying for personal assis-
tance at the training conference itself if the
beneficiary accompanies the caregivers.)

Caregiver training may also be provided
under the rehabilitation option. Rehabilitation
services in Kentucky, for example, include
home visits to: (a) assist family members and
seriously mentally ill beneficiaries to practice
effective communication techniques to defuse
stressful situations that occur in home set-
tings; and (b) coach family members trying to
manage a severely acting-out child and to
improve their behavior management skills.

Day Care. To accommodate caregivers' work
schedules, states may purchase day care serv-
ices. These may include before- and after-
school day care or day camp when school is
out. The service can include sending a paid
worker to pick up the beneficiary from school
and to provide care until the parent(s) arrive
home from work. In its HCBS waiver program
for people with developmental disabilities, for
example, Utah provides "latch key supports"
specifically for this purpose. Like any other
Medicaid service, such services may be
authorized only to the extent that they cannot
be obtained from alternative funding sources.

Adult day care services are also beneficial to
families providing informal care to older per-
sons with Alzheimer's disease or other demen-
tias, and to any informal caregivers who have
an outside job and who are concerned about
the safety of a person left alone at home.
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+ Family-Directed Services. Many families pre-
fer to directly manage the services and sup-
ports the beneficiary will receive. They want
to make decisions concerning the workers
who will come to the family or the beneficia-
ry's home to provide assistance. They also
want control over the “care schedule.” In the
case of children with disabilities, the family—
not the child—is the decision maker concern-
ing services and supports. In the case of
adults, families also may direct services and
supports, especially when the individual is
unable to do so. In this vein, states may elect to
provide families additional assistance in di-
recting services and supports, either through
their service coordination systems or by
authorizing families to secure the services of
"support brokers" or "personal agents" to
assist them in managing supports in full or in
part. Pennsylvania's Person/Family-Directed
Supports HCBS waiver program for people
with mental retardation specifically makes
this type of support available to families.

Supporting Families of People with
Developmental Disabilities

In the area of long-term care services and supports
for people with developmental disabilities, there
is a long, robust history of state-operated "family
support” programs. The aim of these programs is
to provide supports that benefit both the individ-
ual and the family and, thereby, contribute to
maintaining and sustaining the family unit. In
many states, these programs have been in opera-
tion for nearly three decades. Many of the princi-
ples, values, and practices that have been incorpo-
rated into HCBS waiver programs for people with
developmental disabilities are equally relevant in
furnishing HCB services to individuals who have
other types of physical and mental disabilities and
are served in other types of waiver programs. And
many states have similar programs targeted to
family members providing eldercare, especially to
persons with Alzheimer's disease or other forms
of dementia. These programs are financed either
entirely with state funds or through a combina-
tion of funding streams that may include some
Medicaid funding.?
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In addition, many states have taken important
steps to support adults with developmental dis-
abilities who want to have a home of their own
rather than be served in a provider-operated
group living arrangement. These "supported liv-
ing" arrangements seek to combine paid and
informal supports to enable individuals to live as
independently as possible in their communities.
Until recently, however, many states tended to
confine provision of HCB waiver services to per-
sons served in group homes or similar specialized,
provider-operated living arrangements.*

Two major factors help explain why some states
have not employed HCBS waiver financing for
family support services. First, until states were
given the go-ahead to expand their HCBS waiver
programs to whatever level they desired, some
states targeted HCB waliver services mainly to
persons in the most costly settings. Second, stake-
holders in many states have been leery of
"Medicaiding” family support services, for fear
that the result would undermine a very strong tra-
dition of family control and direction of such serv-
ices. In some states, for example, developmental
disabilities family support programs operate by
giving the family a monthly cash stipend. This
gives the family complete control with respect to
the goods and services they will purchase to meet
the individual's and/or the family's needs. Since
Federal Medicaid policy does not enable cash pay-
ments to be made to or on behalf of beneficiaries,
such cash stipend programs have been "off-limits"
for Medicaid financing.

But times have changed. States are now being con-
fronted with extremely high demand for home
and community services for people with develop-
mental disabilities. Many different factors account
for this high demand. One factor is the increasing
longevity of people with developmental disabili-
ties, many of whom now live with parents who
themselves are elderly and less able to meet the
needs of their adult children.** Another is that,
unlike in the past, it is increasingly common for
people with developmental disabilities to outlive
their parents. Many states, even those that have
substantially expanded the availability of home
and community services over the past decade,
have very long waiting lists for services.*

As a consequence, many states are rethinking the
role that Medicaid HCBS waiver services might
play in meeting the needs of people with develop-
mental disabilities—particularly with respect to
broadening availability of such services to indi-
viduals who live with their families or where
other informal caregivers are providing support.
While requests for services and supports often
take the form of families seeking a group home
placement, frequently (although not universally)
in-home and family support services can meet the
needs of the person without the person's having to
leave the family home. States that make services
and supports more readily available to people
with developmental disabilities who live with
their families in fact experience lower demand for
group home and similar services.*

This rethinking is taking various forms. Some
states have launched distinct HCBS waiver pro-
grams intended mainly to underwrite services
and supports for these individuals. These pro-
grams do not offer group home and other stan-
dard residential services. Instead, they have been
crafted principally to meet the needs of individu-
als who live with their families or on their own
with informal caregiving available to them. These
programs usually operate under stricter cost caps
than the state's parallel HCBS waiver program,
under which traditional out-of-the-family-home
residential services are furnished. These stricter
caps recognize that individuals have informal
caregiving available. They also permit the state to
give individuals and families considerable flexi-
bility in selecting the mixture of services and sup-
ports that best meets their needs. It is important to
reemphasize here that family support must be
directed toward serving the beneficiary. Services
that are primarily for the benefit of the family are
not coverable under a Medicaid HCBS waiver.

Use of such caps helps the state avoid imposing
service-by-service restrictions on utilization in
order to maintain program cost-effectiveness. The
flexibility afforded individuals and families also
permits states to reflect many of the principles and
values under which developmental disabilities
individual and family support programs have
operated for many years: namely, that the indi-
vidual or the family be in a position to make sure
that the services and supports they receive have
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Examples of Waiver Programs to Support Persons with Developmental Disabilities

Oklahoma. In 1999, Oklahoma launched two HCBS waiver programs for persons with developmental disabili-
ties: one for children who live with their families and another for adults who live with their families. Oklahoma
launched these programs specifically to address the needs of individuals who had been wait-listed for services.
In launching these programs, state officials also took steps to embody the principles of individual/family self-
direction of services. In combination, these programs are expected to make HCB waiver services available to an
additional 1500 individuals. The program for children operates under a cost ceiling of $10,000; the program for
adults has a ceiling of $15,000. The difference in the ceilings recognizes that children will be in school, whereas
adults may require day support services.

The program for adults offers the following services:

= homemaker = nutritional services

- respite = supported environment

= family training = psychological services

< residential habilitation < environmental accessibility adaptations

= prevocational services

< audiology, physical, occupational, and speech therapy services

= extended state plan services (adaptive equipment, specialized medical supplies, dental services,
and transportation).

The services offered in the program for children are more limited—especially with respect to clinic services—
because they are generally available for children as Early Periodic Screening, Diagnosis, and Treatment (EPSDT)
benefits through the state's regular Medicaid program.

Pennsylvania. Pennsylvania's Person/Family-Directed Supports waiver program operates under a $20,000 per
year cost cap. In combination with expansion of the state's long-standing Consolidated Waiver program (under
which most individuals receive specialized community residential services), this Pennsylvania program is an inte-
gral element of the governor's recently announced multi-year plan to substantially reduce the waiting list for com-
munity mental retardation services.

Colorado. Since 1995, Colorado has operated Supported Living Services, a waiver program geared to serving
adults with developmental disabilities who live with their families or on their own in the community. Under this
program, individuals and families have considerable flexibility in selecting and managing their own supports. In
some cases, "microboards" have been formed that enable families and friends (the person's "circle of support")
to directly manage services and supports on behalf of the individual.

Other states have submitted or are considering submitting applications to operate similar programs.

been tailored to their needs and preferences.
Auvailability of Medicaid funding allows states to
offer more robust services and supports to fami-
lies than has typically been the case with respect
to state-funded family support programs, many of
which allot only $3000 to $4000 to a family each
year.”

Operating distinct waiver programs that target
mainly individuals who live with their families
has both pros and cons. One of the main advan-
tages is that state officials and other stakeholders
are often willing to entertain new approaches to
furnishing home and community services when
they are creating a program as opposed to modify-

ing one that already exists. Supports and services
can be selected that are especially relevant to meet-
ing the needs of people who live with their fami-
lies, paying particular attention to strengthening
informal caregiving. The main disadvantage
appears to be the administrative complications
associated with operating multiple HCBS waiver
programs for the same general target population.

Some of the same purposes can be achieved by
including distinct, specially targeted benefits
within a single HCBS waiver program. Examples
of this approach include:

« Utah. In its single HCBS waiver program for
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people with developmental disabilities, Utah
offers assistance and support services intend-
ed to enable family members with a disability,
who so desire, to remain and be supported in
their family homes. The intent is to prevent or
delay unwanted out-of-home placement. Ser-
vices and supports can be provided either in
or out of the home and may include provi-
sions to assist the individual with a disability
to obtain community supports. They may also
include instructions, supervision, and training
to the family/caregiver/individual in all areas
of daily living. The supports may also include
other activities identified in the individual's
support plan as necessary for continued skill
development, including:

— behavior supports

— special summer programs

— social skills development

— appropriate leisure time activities

— developing interventions to cope with
problems or unique situations

— instruction and consultation for the benefi-
ciary and other family members.

Services can be obtained through providers
who have contracts with the state to provide
family support services. Alternatively, fami-
lies may choose the "family choice model," in
which the family hires and trains the individ-
uals to provide the supports. In this model, the
family may use individuals age 16 and older
as direct providers of support.

* Illinois.*® The Illinois HCBS waiver program
for people with developmental disabilities
includes a supported living option intended
for persons who live with their family or on
their own. Service plans under this option are
subject to a total cost cap of $18,000 per year.
Within that cap, individuals and families may
select from: (a) distinct services available only
to individuals who select the supported living
option (intensive case management, personal
care, skilled nursing, respite, and transporta-

tion) and (b) certain services available to other
program participants as well (day habilitation,
behavioral services, and therapy services). In-
dividuals and families may select the services
they want as long as the total cost of the serv-
ices does not exceed the maximum allowed.
The supported living option is a distinct bene-
fit nested in the state's HCBS waiver program.
This enables states to define distinct benefits
especially geared to individuals who live with
their families.

Whatever approach a state takes, it can strengthen
informal caregiving by ensuring that all its HCBS
waiver programs—regardless of target popula-
tion—contain a wide, diverse menu of services
and supports that are important for individuals
who live with their families as well as those who
live on their own.
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